Endometriosis : an oscillating wave of emotion empowering women to gain control by Burrows, Deborah L.
University of Wollongong 
Research Online 
University of Wollongong Thesis Collection 
1954-2016 University of Wollongong Thesis Collections 
1999 
Endometriosis : an oscillating wave of emotion empowering women to gain 
control 
Deborah L. Burrows 
University of Wollongong 
Follow this and additional works at: https://ro.uow.edu.au/theses 
University of Wollongong 
Copyright Warning 
You may print or download ONE copy of this document for the purpose of your own research or study. The University 
does not authorise you to copy, communicate or otherwise make available electronically to any other person any 
copyright material contained on this site. 
You are reminded of the following: This work is copyright. Apart from any use permitted under the Copyright Act 
1968, no part of this work may be reproduced by any process, nor may any other exclusive right be exercised, 
without the permission of the author. Copyright owners are entitled to take legal action against persons who infringe 
their copyright. A reproduction of material that is protected by copyright may be a copyright infringement. A court 
may impose penalties and award damages in relation to offences and infringements relating to copyright material. 
Higher penalties may apply, and higher damages may be awarded, for offences and infringements involving the 
conversion of material into digital or electronic form. 
Unless otherwise indicated, the views expressed in this thesis are those of the author and do not necessarily 
represent the views of the University of Wollongong. 
Recommended Citation 
Burrows, Deborah L., Endometriosis : an oscillating wave of emotion empowering women to gain control, 
Master of Science thesis, , University of Wollongong, 1999. https://ro.uow.edu.au/theses/2725 
Research Online is the open access institutional repository for the University of Wollongong. For further information 
contact the UOW Library: research-pubs@uow.edu.au 
ENDOMETRIOSIS
AN OSCILLATING WAVE OF EMOTION 
EMPOWERING WOMEN TO GAIN CONTROL
A thesis submitted in partial fulfilment of the 
requirements of the degree of
Masters of Science (Midwifery) Honours
from
University of Wollongong, 




RN.CM. Diploma of Applied Science Nursing 




To Libby Eagar, my friend and infinite source o f encouragement, 
thankyou for making my thesis a reality.
To Kathy Eagar, for her support, encouragement, wisdom and 
sharing her endless knowledge o f research. Thankyou for seeing my 
research as worthwhile.
To my parents, thankyou for your unconditional love, support and 
friendship which has driven me to reach higher academic and 
professional achievements.
To my partner Sue, thankyou with all my heart for standing by me, 
supporting and encouraging me in all my personal and professional 
challenges that I  undertake.
I  dedicate my research to my son Riordan Jon William
Burrows-  McGinn. 
Born 21.11.1998
As I  embrace motherhood I  honour and send love to my unborn child 
who delivered me with an uncomplicated pregnancy which enabled 
my near completion o f my research in 1998.
“My baby will choose the ideal time to be born for his highest 
purpose ”
(G Moorhawk, 1994)
Thankyou Dad for minding Riordan, while I  finished the necessary 
revisions placed upon me by the markers. 1 couldn yt have done it 
without your help and constant support. Love you always Deb.
Thankyou Dr Patrick Crookes, for your knowledge, understanding 
and constant direction, in making the necessary revisions, to obtain 




• Acknowledgements and Dedications
• Table of Contents





1.2 A Definition of Endometriosis 2
C hanter 2
2.1 Review of Literature on Endometriosis 4
2.2 Etiology 6
2.3 Symptoms 10
2.4 Methods of Diagnosis 12
2.5 Surgical Treatment 14
2.5.1 Medical Treatment 16
2.6 Intervention Options for Women 
with Endometriosis
18




3.1 Review of Literature on 
Psychological Distress.
26
3.2 Psychological Distress, 
Chronic Illness: Definitions.
26
3.3 Focus of Care: Paradigm Shift 
for Health Professionals.
27
3.4 Focus of Response:
The woman’s Change in Perspective.
27
3.5 Empowerment versus Passive Acceptance. 29
3.6 Social Support Facilitates Empowerment. 30
3.7 Psychological Distress in Relationship to 
Non-Compliance and Locus of Control.
32
3.8 Locus o f Control & Endometriosis. 33
3.9 Rotter’s Health Locus o f Control & 34
Later Modifications.
3.10 The Multidimensional Health Locus 36
o f Control Scale.
3.11 The Locus o f Control o f Behaviour Scale. 37 
C hap ter 4
Significance o f Study
4.1 Aim 41
Flow Diagram of the Research Methodology 43
C hap ter 5





5.5 Description o f Instruments- 46
The SF 36 Short Form General Health Survey
5.5.1 SF 36 Reliability and Validity 48
5.6 LCB 14 The Locus o f Control o f 
Behaviour Scale
49
5.6.1 Reliability and Validity o f LCB 14 49
5.7 Condition Specific Questionnaire 
on Living with Endometriosis.
51




5.9 Pilot Study. 53
5.10 Method of Distribution. 54
5.11 Ethics Approval 56
5.12 Data Analysis. 57
5.12.1 Descriptive Statistics 57
5.12.2 Symptoms Checklist-Symtomatic & 57
Asymptomatic
5.12.3Statistical Analysis 58




6.2 Response Rate 61
6.2.1 Background Demographics 62
6.2.2 Frequency Analysis of Symptoms 65
Checklist
6.3 Descriptive Statistical Analysis 75
of the Condition Specific Data
on Living with Endometriosis.
6.3.1 Descriptive Statistical Analysis on the 79
Condition, Long Term Problems
and Social Supports Available.
6.4 Statistical Analysis of Symptoms 82
Checklist, SF36 andLCB14.
6.5 Results of Hypotheses Testing 89
Chapter 7
Discussion
7.1 Issues Related to Demographics 92
7.2 Discussion of the Aims 95
7.3 Discussion of Other Findings Surfaced 115
During Statistical Analysis
Chapter 8






Questionnaire-Short Form Health Survey 
-Health Locus of Control of 
Behaviour (LCB 14)
-Illawarra Area Health Service
Nursing Survey-Living with Endometriosis
Appendix 2
Scoring Manual-Short Form Health Survey (SF 36)
Appendix 2.1
Scoring Manual-Locus o f Control o f Behaviour (LCB 14) 
Appendix 3
Frequency Analysis o f Symptoms Checklist.
■ Painful Intercourse













Women with Endometriosis having 
a Family History o f Endometriosis. 
Women without Endometriosis with 
a Family History o f Endometriosis. 
Length o f Time Between Symptoms 
and Diagnosis o f Endometriosis.
Age when First Diagnosed with 
Endometriosis.
Surgical Procedure Carried Out to 
Confirm Diagnosis o f Endometriosis. 





Medical Treatment Offered to Women 
with Endometriosis.
Relief o f Symptoms of Endometriosis 
by Surgery.
Feelings o f Adjustment to Living 
with Endometriosis.
Aspects o f Life Impacted by Endometriosis.

lis t of Tables and Figures
Tables
Table: 1.1 Background Demographics Age 62
-Female Nursing Staff Without Endometriosis. 
Background Demographics Age 62
- Female Nursing Staff With Endometriosis.
Table: 1.2 Background Demographics Schooling 62
- Female Nursing Staff Without Endometriosis.
Background Demographics Schooling 62
- Female Nursing Staff With Endometriosis.
Table: 1.3 Background Demographics Martial Status 63
- Female Nursing Staff Without Endometriosis.
Background Demographics Marital Status 63
- Female Nursing Staff With Endometriosis.
Table: 1.4 Background Demographics Employment 63
- Female Nursing Staff Without Endometriosis.
Background Demographics Employment 63
- Female Nursing Staff With Endometriosis.
Table: 1.5 Background Demographics Nursing Level 64
- Female Nursing Staff Without Endometriosis.
Background Demographics Nursing Level 64
- Female Nursing Staff With Endometriosis.
Table: 1.6 Background Demographics Country of Birth 64
- Female Nursing Staff Without Endometriosis.
Background Demographics Country of Birth 64
- Female Nursing Staff With Endometriosis.
Table: 2 Frequency Analysis of Symptoms Checklist 65
Painful Periods- Female Nursing Staff Without 
Endometriosis.
Table: 3 Frequency Analysis of Symptoms Checklist 65
Painful Periods- Female Nursing Staff With 
Endometriosis.
Table: 4 Frequency Analysis o f Symptoms Checklist 66
Painful Ovulation- Female Nursing Staff Without 
Endometriosis
Table: 5 Frequency Analysis o f Symptoms Checklist 66
Painful Ovulation- Female Nursing Staff With 
Endometriosis.
Table: 6 Frequency Analysis o f Symptoms Checklist 67 
Abdominal Pain- Female Nursing Staff Without 
Endometriosis.
Table: 7 Frequency Analysis o f Symptoms Checklist 67 
Abdominal Pain- Female Nursing Staff With 
Endometriosis.
Table: 8 Frequency Analysis o f Symptoms Checklist 68 
Intestinal Symptoms- Female Nursing Staff 
Without Endometriosis.
Table: 9 Frequency Analysis o f Symptoms Checklist 68 
Intestinal Symptoms- Female Nursing Staff With 
Endometriosis.
Table: 10 Frequency Analysis o f Symptoms Checklist 69 
Heavy Bleeding with Periods- Female Nursing 
Staff Without Endometriosis.
Table: 11 Frequency Analysis o f Symptoms Checklist 69 
Heavy Bleeding with Periods- Female Nursing 
Staff With Endometriosis.
Table: 12 Frequency Analysis o f Symptoms Checklist 70 
Premenstrual symptoms- Female Nursing Staff 
Without Endometriosis.
Table: 13 Frequency Analysis o f Symptoms Checklist 70 
Premenstrual symptoms- Female Nursing Staff 
With Endometriosis.
Table: 14 Frequency Analysis o f Symptoms Checklist 71
Fatigue- Female Nursing Staff Without 
Endometriosis.
Table: 15 Frequency Analysis o f Symptoms Checklist 71
Fatigue- Female Nursing Staff With 
Endometriosis.
Table: 16 Frequency Analysis o f Symptoms Checklist 72
Headaches- Female Nursing Staff Without 
Endometriosis.
Table: 17 Frequency Analysis o f Symptoms Checklist 72
Headaches- Female Nursing Staff With 
Endometriosis.
Table: 18 Frequency Analysis o f Symptoms Checklist 73
High Stress- Female Nursing Staff Without 
Endometriosis.
Table: 19 Frequency Analysis o f Symptoms Checklist 73 


















Frequency Analysis o f Symptoms Checklist 75 
Feeling the Blues- Female Nursing Staff 
Without Endometriosis.
Frequency Analysis o f Symptoms Checklist 75
Feeling the Blues- Female Nursing Staff With 
Endometriosis.
Description of the Illness. 79
Long Term Effects o f the Illness. 79




Ways of Coping with the Illness. 81
Supportive Services within the Community. 81
The Results of the Short Form General Health 83
Survey (SF 36) data for Symptomatic versus 
Asymptomatic Women with Endometriosis.
Women without Diagnosed Endometriosis 84
Symptomatic and asymptomatic compared with 
the Short Form General Health Survey 
(SF 36) Data.
Locus of Control o f Behaviour (LCB 14) data for 85 
Women with Endometriosis-Symptomatic Versus 
Asymptomatic..
Locus of Control o f Behaviour (LCB 14) data for 86 
Women without Endometriosis-Symptomatic 
Versus Asymptomatic.
The Short Form General Health Survey (SF 36) 87
data for Women with and without Endometriosis 
who are Asymptomatic.
The Locus o f Control o f Behaviour (LCB 14) 88
data for Women with and without Endometriosis 
who are Asymptomatic.

Preliminary thoughts o f researching endometriosis came about after 
years o f living with endometriosis myself and the drive behind this 
research was hastened by years o f medical oversight.
Overtime I  realized that I  had to find a better way to cope with the 
debilitating effects o f this condition before the condition controlled 
me.
I  was first diagnosed with endometriosis in 1994 at the age o f 26. 
After years o f unbearable symptoms, visits to my General Practitioner 
and referrals to many specialists for example gynaecologists, 
gastroenterologists, psychologist and a suggestion that I  see a 
psychiatrist, I  decided that this continual misunderstanding and 
misdiagnosis on the part o f the medical fraternity was leading me into 
a state o f depression.
To be constantly told that all the current investigations were within 
normal limits was totally inadequate as my symptoms were 
increasingly debilitating and often prevented me from carrying out 
my daily activities.
After completing my general nursing training I  began working in 
women’s health. It was from here that I  found a doctor who put
XII
together all my symptoms and gave me a preliminary diagnosis o f  
endometriosis. This specialist further stated that I  was a text book 
case. I  still can not believe that if  I  was a textbook case then why 
wasn’t I  diagnosed earlier. A definitive diagnosis was made after a 
laparoscopy: Endometriosis.
Now that my symptoms finally have a medical label, I  no longer have 
to put up with the psychological doubt I  had projected on myself. 
From here I  underwent intensive counseling, looked into alternative 
therapies for pain relief and began networking with support groups 
for endometriosis. With the continued support o f  my parents and 
friends, I  improved not only my physical level o f  functioning but also 
my emotional, psychological, and general outlook on life.
As a nurse and an advocate o f women’s health I  would like my 
research to break this cycle o f  repeated misdiagnosis. Further, I  
encourage other women who have endometriosis or women who think 
they may have an underlining gynaecological condition to not give in 
to the constant battering women experience to gain recognition from  
the medical profession. It is this empowerment that will lead women 
into gaining control over their lives and their condition.
XIII
The purpose of this study was to highlight an area of women’s 
health that has not been well researched from a psychosocial 
perspective. The study aims to investigate the distress associated with 
endometriosis and the effects this chronic illness has on women’s lives. 
The purposes o f the study were to:
1. Identify symptoms most commonly affecting the lives of women 
with symptoms of endometriosis.
2. Identify the information given to or shared with women, when first 
diagnosed with endometriosis.
3. Examine the effects o f endometriosis on the social and emotional 
wellbeing of women with endometriosis.
4. Identify information which allows for the development of effective 
coping strategies and more effective treatments for women with 
endometriosis.
5. Identify individual health locus of control behaviours which 
may impact upon and reduce psychological distress in 
women with endometriosis.
i
The population was 1735 female nursing staff working in the Illawarra 
Area Health Service.(IAHS).
A sample o f 473 female nursing staff in the Illawarra Area Health 
Service were surveyed, 446 did not have a formal diagnosis o f 
endometriosis and 27 did.
The descriptive data collected from the questionnaires was analyzed 
utilizing Microsoft Excel ™. The data was entered onto a formatted 
spread sheet which was created to correlate the data and construct pivot 
tables on the demographic data and the condition specific data on living 
with endometriosis. Frequency counts for these variables were obtained 
from both the female nursing staff with, and without, endometriosis.
Statistical analysis was completed by using the statistical package SAS 
V6-12 for windows. The hypotheses were tested using statistical t tests 
which determined the statistical significant between possible variables.
Correlation analysis (Cronbach Alpha Co Efficient Test) was carried out 
on the SF 36 and the LCB 14 data to examine internal consistency.
The results o f this study support the aims and hypotheses and 
statistical significance was demonstrated in several areas
n
(p=0.05) in respect to the emotional, social and psychosocial needs of 
women with endometriosis. These would include feeling depressed, 
feeling the blues, high stress and fatigue. The locus o f control variable 
indicated significantly that, women with endometriosis who are 
symptomatic are inclined to have a more external locus o f control 
rather than internal and women with endometriosis who were 
symptomatic in this sample had ‘poorer health’ than their 
asymptomatic counterparts.
To conclude, health professionals working in the area o f woman’s 
health need to facilitate self advocacy as a way of coping and 
encourage women to be empowered to adopt and maintain a healthy 




Endometriosis, sometimes called the "career woman's disease" is one of 
the most common and yet one of the most misunderstood of 
gynaecological conditions (Biley 1995,p.33). It may affect women 
before, during and after their reproductive years. Endometriosis is a 
chronic disease, which may be life threatening and may have a 
significant impact on a woman’s daily life.
As the condition is chronic, it displays a spectrum of disabilities such as 
pain, emotional turmoil, infertility, repeated hospitalization and 
surgeries, with prolonged medical treatment, and requires long term 
support from medical and other health services (Jones 1988). Further, 
because endometriosis can cause so many different symptoms, it has 
been referred to as ‘the chameleon disease of the pelvis’ (Anthony 
1996,p.62).
Endometriosis was first identified by Von Rokitansky in 1860.
However, his description was not formalized until Sampson, in 1921, 
named this condition endometriosis. Today diagnostic modalities
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available include presurgical investigation such as Ultrasound, MRI, and 
Serum CA-125 assay. However, whilst these tests are highly sensitive, 
definitive diagnosis requires invasive surgical procedures. These include 
Laparoscopy, Biopsy and Laparotomy (Keltz and Olive, 1993).
Many researchers have postulated theories about the causes and the 
cures for endometriosis. However to date, recent research does not 
demonstrate progress in this area. Of example, Hull and Stelling 
(1996,p.Ill) state that there have been approximately 411 theories 
proposed’ and nearly 4 5000 articles published concerning endometriosis, 
ranging from highly sophisticated basic research to poorly designed 
clinical treatment trials’. Thus the enigma of endometriosis remains, and 
the medical controversies and discrepancies in the delivery of diagnosis, 
care and education continue.
1.2 A Definition of Endometriosis
Endometriosis may be defined as The presence of endometrial tissue-the 
lining of the uterus - growing outside the uterus’ (Buckman 1994,p.47). 
This tissue may attach to other areas within the body. Common sites 
include the ovaries, the cul-de-sac (pouch of douglas), the uterosacra! 
and broad ligaments, the intestines, the ureters and the bladder. Other
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areas where endometriosis may be found less frequently include the 
vagina, vulva, lungs, bone and surgical incisions (Keltz and Olive 
1993;Bemhard 1982).
Endometrial tissue and cysts appear in a variety of forms, and these 
require a skilled, experienced surgeon to recognize and diagnose this 
condition. The changes themselves are controlled by hormonal activity 
from the ovaries during a woman’s menstrual cycle. If implantation does 
not occur, the endometrium is shed and menstruation occurs. 
Endometrial sites outside the uterus also undergo change in response to 
hormonal activity as does the uterine endometrium. These endometriosis 
sites over time form scar tissue and adhesions (Bernhard 1982). Whilst 
these endometrial lesions and cysts need to be visualized to confirm 
diagnosis, a pelvic examination which reveals a ‘small fixed, retroverted 
uterus with a pinpoint cervix’ should alert the medical or nursing 




2.1 Review of literature on Endometriosis
Endometriosis remains a challenging issue for womens health. It is a 
chronic health problem, which affects many women of pre-menopausal 
age. However, determining the incidence and the prevalence of 
endometriosis is difficult as many patients are asymptomatic and the 
condition only manifests when the woman has been unsuccessful in her 
attempts to conceive.
With respect to the incidence and prevalence of endometriosis, Low and 
Edelmann (1991,p.5) report, firstly, between 7% to 50% of pre­
menopausal women suffer from endometriosis. Secondly' 75% of all 
patients with endometriosis are between 30 to 40 years of age and 
thirdly it is rarely found in women under 20 '. These researchers report, 
that because the condition may exist without causing symptoms they 
suggest that the incidence and the prevalence of endometriosis are 
difficult to monitor. Also related to the later, the indications for surgery 
in women with no or minor symptoms vary greatly in different 
institutions' and individual practitioners. Further, they identified various 
studies to be retrospective in nature and based on small sample sizes'.
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Low and Edelmann (1991?p.5) suggest that age may have influenced the 
observed incidence o f endometriosis. That is 'in  general age specific 
incidence rates increase in successive age groups from 15-44 years and 
then decline for women 45-90 years which may reflect the onset of 
menopause'. In younger women this may also reflect the lack of 
adequate investigations and a definitive diagnosis.
In contrast, Hull and Stelling (1996,p . I l l )  estimate th a t' 3-7% of 
women between the ages of 15-45 years have this condition. However, 
this estimate is based only on the case studies of women who have had 
gynaecologic surgical investigations. Hull and Stelling discuss the 
factors of collecting data is subject to the variability in the nature of the 
surgical procedure, the number of cases reported and the nature of the 
surgical population' all o f which may influence the observed incidence 
of endometriosis.
These two studies reveal a great disparity as to how many women suffer 
from this chronic condition. Therefore it can be argued that this may be 
due to variability with respect to data collection and interpretation of 
results which therefore alter the reported prevalence of this condition 
(Hull and Stelling, 1996).
5
However, Christian (1992) states that an estimated 50% of surgery 
performed on women to amend infertility is related to endometriosis and 
that endometriosis encircles many aspects of a woman's life. Other 
researchers agree with this argument. For example Ballweg (1992,p.760) 
states that endometriosis has
‘the power to destroy your dreams, your dreams of a loving 
relationship with your husband or partner, your dreams of having 
children, your work goals, your dreams of a healthy body, and 
your plans for building a financially secure and happy life’.
2.2 Etiology
The cause of endometriosis is unknown and, as noted previously, early 
diagnosis of endometriosis is difficult as women may be asymptomatic 
and symptoms do not always correspond with the extent of the disease 
(Cramer, Dodek and Israel 1989; Low and Edelmann 1991). Further, 
whilst several theories have been proposed, ' no single cause has been 
identified' (Biley 1995,p.33).
In 1921, Sampson proposed a theory of retrograde menstruation. This 
theory was widely accepted and has stood the test of time (van der 
Linden 1996; Bernhard 1982; Breitkopf and Bakoulis 1988).
6
Sampson proposed that menstrual fluid and endometrial fragments 
moved in a 'retrograde fashion through the fallopian tubes into the 
peritoneum’ (Bernhard 1982,p.301). However, more recently, several 
studies have shed doubt on the reliability of this theory. Even though 
some association between retrograde menstruation and endometriosis is 
assumed, it still remains 'unanswered why the backup of fluid forms 
implants in some women and not in others’ (Breitkopf and Bakoulis 
1988,p.43). An explanation may be that a retroverted uterus and the 
narrowing of the cervical canal increases the reflux of endometrial 
fragment (Buckmann 1994; Cramer, etal 1989).
Redwine (1979 cited in Peterson and Rhoe 1988,p.700) proposed the 
theory that endometriosis ‘ is a unrecognized congenital birth defect \  
His theory examines the migration of cells in the forming of the ovaries, 
uterus and vagina in the early stages of embryonic development. He 
suggests that some cells are left behind and these cells then form 
endometrial sites outside the uterus. This theory has been supported by 
research which involved female infants who died of sudden infant death 
syndrome. An autopsy of these infants demonstrated evidence 
suggesting endometriosis was found at the ratio of 1 in 9 female infants. 
Peterson and Rhoe (1988) support this finding as they correlate with the 
belief that 10% of the female population may suffer from endometriosis.
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Other researchers have proposed an immunological theory. This theory 
suggests that 'the body's immune mechanism is altered in important 
ways in women with endometriosis, allowing implantation of tissue in 
parts of the body other than where they are normally found to take place 
in those women predisposed to the condition’ (Breitkopf and Bakoulis 
1988,p.60). This theory has gained some support from recent genetic 
research which has shown that women who have close relatives with 
endometriosis (for example their mother, grandmother, sister or 
daughter), have a incidence rate of 7% (Malinak, et al 1980; Breitkopf 
and Bakoulis 1988; Buckman 1994).
Other theories include prostaglandin’s theory, the formation theories and 
the coelomic cell metaplasia theory (van der Linden 1996;Bemhard 
1982).
The prostaglandin’s theory is thought to be some ' immuno-chemical 
substance that prevents the spread of endometriosis to certain areas, even 
though it is in the bloodstream' (Bernhard 1982,p.301). It is suggested 
that prostaglandin’s are produce by the ectopic endometrium and that 
this is meant to explain the infertility in women when there isn’t 
significant disease (van der Linden 1996;Bemhard 1982).
The formation theories refer to the spontaneous development of 
endometrial tissue at a site other than the intrauterine cavity' (Bernhard
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1982,p.301). On further investigation into these theories it has been 
difficult to find a satisfactory, detailed explanation of these proposed 
theories. All o f these theories are very complex in nature and are rarely 
discussed in detail in the current literature. Further, current research has 
not supported these theories to the extent that the theory of retrograde 
menstruation has been (Olive and Schwartz 1993).
The last o f the theories to be examined is the coelomic cell metaplasia 
theory. This theory looks at ' changes at the cellular level leading to 
endometriosis'(Breitkopf and Bakoulis 1988,p.58). Further, van der 
Linden (1996, p.55) suggest that these cellular changes could occur 
secondary to inflammatory processes or hormonal influences.
However it remains that there is no conclusive etiology and that 
specialists in the field of endometriosis research accept that any study of 
this condition must be multifaceted. This includes consideration of 
family history, environmental factors, genetic influences and 
endocrinological hormonal dysfunction as significant variables (Malinak 
etal 1980; Low andEdelmann 1991).
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2.3 Symptoms
The symptoms of endometriosis are often misleading in terms of 
diagnosis. That is, some women are symptomatic while others are 
asymptomatic. Researchers have suggested that the physical complaints 
experienced are not related to the extent of the disease (Gamer and 
Webster 1985).
Buckman (1994,p.49) suggests that the most common symptoms 
experienced include:
• Dysmenorrhea (Painful menstruation)
• Dyspareunia (Painful intercourse)and
• Infertility.






• Painful and frequent micturition and
• Pain on defecation.
Whilst these symptoms are not life threatening, all of them can have 
serious negative effects on the quality of a woman’s life. Further these
10
symptoms are Vague, highly subjective and often difficult to measure’ 
and often overlooked by the womans general practitioner in respect to 
assisting in the diagnosis of endometriosis (Breitkopf and Bakoulis 
1988, p.77).
The American Fertility Society revised the diagnostic classification 
system of endometriosis. This determined the stage or degree of 
endometrial involvement based on a weighted point system (Gamer and 
Webster 1985). This classification system is used to determine the 
severity of endometriosis according to the number, size and location of 
endometrial deposits (Wedell, Billings and Fayez 1985). However, this 
is not a tool that can be used in the assessment of infertility. It’s purpose 
is to guide the physician in explaining to the woman the extent of her 
disease and the best line of treatment (Gamer and Webster 1985). 
However experts in this field have not agreed to this system of 
standardizing, as accurate documentation of these endometrial deposits 
may still be subjective.
Further, the American Fertility Society staging process for endometriosis 
does not consider other aspects, which also play an important role in the 
severity of endometriosis. This would include the connection of 
hormonal and immunlogical influence (Low and Edelmann 1991).
11
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2.4 Methods of Diagnosis
For women to be diagnosed, they need to present to their general 
practitioner about the symptoms that they are experiencing. The general 
practitioner needs to recognize the severity of the womans discomfort 
and act appropriately. A detailed medical history is taken including the 
woman’s history of symptoms, the number of pregnancies, menstruation 
history and any history of infertility (Breitkopf and Bakoulis 1988). A 
pelvic examination is performed and ultrasound and bloods tests are 
carried out. After these routine tests have been carried out, the woman 
should be referred to a gynaecological specialist. The gynaecologist 
should determine whether a diagnostic laparoscopy should be 
performed. The latter is the only way to confirm definitively the 
existence of the disease (Olive and Schwartz 1993; Wedell, Billings and 
Fayez 1985). Women need education as to their own health care needs 
so that they can be empowered to insist that their doctor looks further 
into their health needs if they are unhappy with the care that is being 
provided.
Some researchers have suggested other diagnostic procedures. For 
example: magnetic resonance imaging (MRI), measurement of 
monoclonal antibody OC-125 to identify the serum CA 125 assay levels 
and pelvic ultrasound for the identification of endometrial implants.
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MRI has proven to be very reliable in identifying endometriomas, the 
identification of endometriosis concealed by pelvic adhesions and in the 
monitoring of medical treatment once a definitive diagnosis has been 
made (Keltz and Olive 1993; Olive and Schwartz 1993).
CA 125 assay levels identifies the CA 125 antigen. This CA 125 level is 
known to be elevated in women with endometriosis, and may be used as 
a marker for severe and infiltrating endometriosis. Keltz and Olive 
(1993,p. 1762) state that the sensitivity and specificity of this test for 
screening is suboptimal, and the test is of questionable value for 
therapeutic monitoring'.
The role of pelvic ultrasound is limited to identifying endometriomas 
and is not currently useful in reporting focal implants of endometriosis. 
However, all these tests have proven to be inconclusive in a definitive 
diagnosis as they identify only endometriomas (chocolate cysts) and ‘not 
focal implants of endometriosis’ (Keltz and Olive 1993,p.20).
As Buckman (1994,p.50) argues, the above tests, proposed for early 
detection of endometriosis have been disappointing because of then- 
lack of sensitivity and/or specificity'. Further Szarzynski (1993) argues 
that Serum CA 125 levels are generally elevated in women with 
endometriosis and suggests that this diagnostic tool be used before and 
after a laparoscopy to give a baseline. However, this test may only be
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reliable for some women and a more helpful procedure would be to 
check the Serum CA 125 levels following medical or surgical 
intervention. Therefore, this test may only be useful as a marker for 
women having reoccurring symptoms.
2.5 Surgical Treatment
As noted, the most commonly used surgical procedure in use today for 
investigating and treating endometriosis is the laparoscopy. However an 
early instrument used for the diagnosis of endometriosis was the 
proctoscope. Dr B.M.Burhein developed this instrument at the John 
Hopkins School of Medicine in the USA in 1911 (Breitkopf and 
Bakoulis 1988). This early instrument underwent several changes. For 
example in 1929, Ruddeck used room air to inflate the abdomen for 
clearer viewing. Several researchers debated the reliability of this 
instrument for viewing endometriosis until 1949 when the proctoscope 
was superceded by the culdscope which was developed by Forestier 
(Breitkopf and Bakoulis 1988).
The culdscope was much more advanced in its structure and function, 
enabling photographs to be taken. Today this instrument has been 
refined and is now known as the laparoscope. This scope has increased
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the reliabiltiy of diagnosing endometriosis (Petersen and Rhoe 1988; 
Breitkopf and Bakoulis 1988).
The laparoscopy involves a small incision at the navel and the insertion 
of a needle, which fills the abdominal cavity with carbon dioxide. This 
gas enables the doctor to separate and view other organs with greater 
ease. Usually the doctor will make another incision in the supra pubic 
area which allows for added viewing of the pelvic organs which is 
essential in the staging process of endometriosis (Gamer and Webster, 
1985).
Thus, whilst the laparoscopy is the gold standard for the definitive 
diagnosis o f endometriosis', (Olive and Schwartz 1993,p.l762) the 
surgeon using this procedure must be skilled in the identification o f the 
subtle manifestations of this condition. With the aid of the laparoscopy 
the surgeon will proceed to destroy the endometriotic implants, with the 
help of electrocautery and laser therapy (Keltz and Olive 1993). If the 
endometriosis is advanced, or if  the woman is o f older child bearing age 
and does not have the time for medical suppression, then extensive 
surgery known as a laparotomy will be required. This involves an 
extended recovery time o f approximately 4-6 weeks, as compared to a 
few days with a laparoscopy.
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In mild to moderate cases, treatment may be a combination of surgical 
and or medical intervention. Treatment depends on a number of factors 
including the woman’s age, her desire to reproduce or purely as a 
measure of pain relief and control of an irregular menstrual cycle. In 
severe cases, the woman’s only alternative may be radical surgery 
involving a total abdominal hysterectomy and bilateral salpingo- 
ooperectomy. However, it should be noted that even this procedure may 
not result in complete cure, as some endometrial lesions may be present 
outside the pelvic cavity and continue to cause discomfort. It is noted 
however that ‘95% are cured by the hysterectomy and 5% of cases 
symptoms may recur’ (Breitkopf and Bakoulis 1988 p. 111).
2.5.1 Medical Treatment
Present medical treatment, in the form of hormonal therapy is designed 
to slow the progression of this disease and prevent new endometrial 
tissue from developing. With respect to drug therapy, the focus is on 
hormonal alteration of the menstrual cycle (Cirkel 1996) which induces 
a ‘pseudo-pregnancy or a state of pseudomenopause, resulting in an 
endocrine enviroment that does not stimulate growth of endometriotic 
lesions, in fact may cause their regression’ (Buckman, 1994,p.50). 
Hormonal therapy is also used to provide a state of amenorrhea and
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suppresses ovulation (Carlton 1996). Depending on the type of drug 
therapy being used, the woman may be medicated for 6-18 months. 
However, there are some debilitating side effects. For example 
depression, bloating, tiredness, joint pain, hot flushes, weight gain and 
changes in body hair. Altering the dosage may possibly lessen these 
effects (Biley 1995). However, the high dosage of medication may have 
to be continued if  the woman being treated has less pain and is able to 
manage the above mentioned effects. Once the hormone therapy has 
been discontinued the menstrual cycle resumes and new endometrial 
sites will usually develop.
Whilst there is a vast amount o f literature available on the use of 
hormonal therapy and its effectiveness related to improving infertility, 
arresting the disease, pain management and potential side effects of 
hormonal therapies, the dilemma continues as to which is the best 
treatment for women suffering with endometriosis (Buckman 
1994;Biley 1995). This dilemma is further intensified by the ever- 
changing drug choices available on the pharmaceutical market. Thus, 
because o f the uncertainty regarding the best modes o f treatment, the 
question arises as to whether women with endometriosis are receiving 
the best or most appropriate treatment regimes. This remains an issue 
o f constant discussion throughout the literature and further presents a
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challenge to both the medical profession and women with 
endometriosis as to which treatment plan to accept.
2.6 Intervention Options for Women with 
indometriosis
Treatment for women with endometriosis is determined by several 
factors and these need to include 'age, parity, or desire for childbearing 
ability or both, severity of symptoms, site of lesions and extent of 
disease' (Bernhard 1982,p.301). These factors need to be discussed 
between the woman and her doctor who should provide guidance and 
give adequate information so that the woman is empowered to make the 
best choice for her needs.
The main goals of endometriosis treatment should be to reduce pain, to 
aid in diminishing the number of ectopic deposits, to assist in the 
restoration of fertility (if desired) and conservation of sexual response 
(Bernhard 1982;Biley 1995). When considering treatment options it is 
imperative that all aspects of the woman’s life are taken into 
consideration. Medical specialists experienced in the area of 
endometriosis need to ‘encourage the patient to explore her medical and 
psychosocial needs and provide the diagnostic and therapeutic options 
appropriate for her particular stage of endometriosis and personal
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development’ (Parker-Jones 1988,p.876). Several researchers suggest 
that early diagnosis, treatment and management of the condition are 
important, if  the effects o f this chronic illness are to be less debilitating 
(Gamer and Webster 1985;Biley 1995).
2.7 Psychosocial and Emotional literature on 
Endometriosis
The extensive literature review undertaken for the purpose of this 
research highlighted that there were very few articles and books on the 
psychosocial and emotional effects o f endometriosis. The few articles 
that are available, were mainly anecdotal. These articles have been 
discussed throughout this chapter with reference to the impact this 
chronic illness, and its treatment, has on a woman’s daily level of 
functioning and her ability to cope (see for example Low, Edelmann and 
Sutton 1993;Low and Edelmann 1991).
It has been noted by researchers that the first obstacle can usually be 
traced to the difficulty these women have in getting a doctor to 
recognize their illness. Usually, after years of suffering on the part o f the 
woman, her doctor may suggest that it is part o f her normal menstrual 
cycle. Thus, women are told to ‘get on with their lives or get pregnant,
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or that they suffer from depression, anxiety or Munchausen’s syndrome’ 
(Carlton 1996,p.512).
Low and Edelmann (1991) suggest that endometriosis is likely to 
affect a women psychologically as well as physically and that a woman’s 
psychological wellbeing may be influenced by several factors. These 
include hormonal factors, severity of the disease, the frequency, 
progression and virulence with which it reoccurs, the degree of 
disruption to daily functioning, quality of support and the level of 
interference to a woman’s short and long goals proposed for life (Miller 
and Rebar 1988; Weinstein 1988).
For many women, the mere acceptance of having a chronic illness like 
endometriosis is difficult enough. However, for those women who 
choose not to confront the illness and thus do not learn ways in which to 
reduce psychological distress, there is an increased risk that they will 
develop maladaptive behaviours that further exacerbate the symptoms of 
endometriosis. Examples o f maladaptive behaviour would include 
overeating, alcohol and drug use. As Stoudemire (1995,p. 188) 
suggests ‘the degree of adaptation to illness, particularly successful 
defences against anxiety and the appropriate use o f denial, actually 
may positively influence medical prognosis’. Therefore, adaptation to 
this chronic illness (including psychological acceptance) is very
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important and thus sensitive counseling and education needs to be 
included as treatment options, and should be offered as soon as 
diagnosis has been confirmed.
The diagnosis o f a chronic illness surfaces many reactions especially 
shock, disbelief, fear and anger as the woman’s plans, dreams and goals 
for today and the future now may seem unattainable (Gamer, 1997). 
These reactions may be heighten as the woman desperately tries to 
organize her thoughts. The questions that come to mind for women once 
there is a diagnosis are many. They range from “Is it life threatening?, 
Will I need more surgery?, Will the pain ever end?, Will it get worse?, 
Will I be able to have children?, Will I need a hysterectomy?”
(Weinstein 1988,p.859). However, most women who are diagnosed and 
who are symptomatic of endometriosis feel that once they can put a label 
(diagnosis) to their condition this helps as they know they are not 
imaging their condition and can say, T hurt but there’s a reason. I’m not 
nuts’ (Ballweg 1992,p.759) or ‘on a gut level, I knew something was 
wrong, but I did not have a name for it’ (Berstein 1995,p.56).
Weinstein (1988) suggests that these emotional reactions may be similar 
to those reactions of loss as described by Kubler-Ross. These well 
known reactions to grief, which also have respect to death and dying, 
may be applied to such a chronic illness as endometriosis (Low and
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Edelmann 1991).
Kubler-Ross suggests that women need to work through then- 
experience of loss in order to move onto the final stage of resolution 
(Weinstein 1988). Further, Ballweg (1992,p.754) states that ‘a delicate 
balance of denial, hope and acceptance is needed to continue to live life 
as fully as possible in spite of set backs with endometriosis and its 
related health problems’. However the final stage of acceptance or 
resolution is extremely difficult for some women to reach and this stage 
is further confounded by the fact that women with endometriosis are 
often provided with, ’a nightmare of misinformation, myths, taboos, 
lack of diagnosis, and problematic hit and miss treatments overlaid on a 
painful, chronic, stubborn disease’ (Ballweg 1992,p.750).
The psychological reassurance that women are not imagining these 
symptoms helps allay fears. Fears can also be reduced with the 
assistance of a sensitive doctor spending the time to explain 
endometriosis and the issues that surround living with a chronic illness. 
However, Ballweg (1992,p.748) argues “because physicians see patients 
for short amounts of time and these visits are often oriented around 
specific aspects of the disease, the true chronicity and full scope of the 
disease may not be apparent”.
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This final stage o f acceptance is further complicated by women 
having to decide whether they wish to conceive soon after a definitive 
diagnosis is made, or undergoing surgical and or hormonal treatment for 
both fertility preservation and symptom relief 
Once recognition of the associated psychological distress and the 
complexity of the nature of this condition are acknowledged, it is clear 
that a personalized treatment plan is necessary in tailoring individual 
health care needs. However, the personalized treatment plan required is 
often not offered as the medical profession continually disagrees on best 
treatment despite the over-whelming medical evidence available on the 
treatment of endometriosis.
Thus, the dilemma remains as to which is the best treatment for each 
woman. This presents a challenge to the attending doctor and the 
women. However there are strategies that may be suggested by the 
doctor and support networks specialising in the area of endometriosis 
which will ‘empower women with an attitude of positive action’ 
(Weinstein 1992,p.871).
Parker Jones (1988,p.876) supports this by suggesting the practice of 
mutual participation in therapy options. ‘A visual road map deliniating 
therapeutic options can be very helpful in encouraging the mutually 
participating relationship and conveying a sense of autonomy to the
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patient’. Further, Weinstein (1988) argues that studies have shown that 
even though doctors have limited training in the field o f psychology, and 
have time restraints with patient consultations, if  they demonstrate 
empathy it will both assist women to work through all the decisions 
relating to diagnosis and treatment and to respond better to treatment. 
Whether single or married, women with endometriosis must make 
significant decisions which have far reaching effects. For example, 
rearranging life plans to accommodate treatment for symptom relief 
and infertility. Concurrently those women will often have to put careers 
on hold with related financial strain. Many women faced with these 
dilemmas feel isolated, confused and unable to cope with the constant 
and debilitating symptoms. Further, women who receive no relief from 
medical intervention experience greater emotional repercussions and 
unresolved pain creates raised levels o f anxiety and stress. This, in turn, 
results in an increased risk of, or exacerbation of, depression (Weinstein 
1988).
Researchers such as Low, Edelmann and Sutton (1993) and Waller and 
Shaw (1995) found that women who are symptomatic of endometriosis 
are at a increased risk of developing depressive symptoms as compared 
with women who are asymptomatic, and that this depression can be 
related to the chronic pelvic pain experienced. The negative effect of this
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pain is reflected in the following statement by Low, Edelmann and 
Sutton (1993,p. 112) ‘that chronic pelvic pain patients in general are 
neurotic, anxious and depressed’. This quotation highlights the struggle 
women with endometriosis have in reducing the stigma o f the “nuts” 
patient ( i.e. Ballweg 1992,p.759). With this stigma in mind, it is 
imperative that women with endometriosis receive adequate support 
from their doctor, family, friends and support groups all o f whom will 
assist the women to take control o f their very disrupted life (Low and 
Edelmann 1991; Szarzynski 1993).
Thus, it can be argued that provision of appropriate psychological 
interventions or tailoring of counseling resources by basing with other 
health professionals (for example psychologists) can play a pivotal role 
in assisting women to understand their diagnosis, and better manage 
their condition (Gamer 1997; Weinstein 1988). Women with this 
condition and who are symptomatic can be empowered by informed 
support networks both medical and personal.
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Chapter 3
3.1 Review of Literature on Psychological 
Distress
Women living with any chronic illness experience a whirlpool 
of emotional chaos. In turn, this may alter the way in which they 
psychologically deal with the diagnosis and the long-term lifestyle 
changes related to living with a chronic illness. As Stoudemire 
(1995,p. 190) states ‘despite the complexities in ascertaining the precise 
associations between psychological factors and medical conditions, a 
reasonable amount of empirically based evidence now clearly exists to 
affirm unequivocally that psychological factors affect the course of most 
medical outcomes’. Therefore chronic illness and psychological distress 
need to be considered concurrently (Michael 1996).
3.2 Psychological Distress, Chronic Illness: 
Definitions
Chronic illness, as defined by Miller (1993 cited in Murrow and 
Oglesby 1996,p.47) ‘is an altered health state not cured by surgery or 
short term medication’. Psychological distress is defined as ‘dysphoric 
thoughts and feelings associated with an individuals disorder and occurs 
as a direct result of the illness and its sequelae’ (Derogatis 1986,p.79 as
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cited by Neville 1996,p.243). These definitions demonstrate how the 
management o f a chronic condition represents a major health 
challenge to all health practitioners involved in the care o f women 
with a chronic illness (Nolan and Nolan 1995;Vines 1994).
3.3 Focus of Care: Paradigm Shift for Health 
Professionals
Recent literature on chronic health conditions and psychological 
distress highlight the need for health professionals to undergo a ‘major 
paradigm shift’ in order to change the way in which they address the 
issues associated with chronic illness (Murrow and Oglesby 1996,p.47). 
Health professionals need to facilitate ongoing care from an acute focus 
to that o f chronic illness care. This change involves moving from 
simply treatment and cure to working with and caring for women 
(Murrow and Oglesby 1996; Nolan and Nolan 1995; Lubkin 1986).
3 4  Focus of Response: The Woman’s Change in 
Perspective
This change in perspective needs to be part of the woman’s 
experience, as well as that o f multidisciplinary health professional 
support so that she is enabled to see her illness as a ‘journey’ which has 
many ‘crossroads’ along the way (Goodheart 1997,p.31). These
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crossroads represent problems or markers which need to be addressed by 
the woman, so that the illness can be integrated into her life. These 
markers may present at any time (as with any chronic illness), and 
‘there may be a long span of time between episodes’ (Goodheart 
1997,p.35). Several researchers have suggested that there are a number 
of factors which may influence the sequence of the illness. These 
factors include mode of onset, disease characteristics, coping style, 
stage of life, socio-economic status, health status in general, gender, 
workload, education and relationship between family systems 
(Goodheart 1997;Spitzer, Tal and Golander 1995; Silver, Bauman and 
Ireys 1995).
Thus, as well as the often conflicting and inconclusive establishment of 
a definitive diagnosis, the intrusion of a chronic disease may insidiously 
disrupt the woman’s daily life (Goodheart 1997).
Thus, it is suggested that a woman with a chronic illness needs to change 
her response template from ” intrusive” to that o f “adaptive”. This 
change may be facilitated by the woman acknowledging her illness and 
making suitable life style changes. This may include addressing 
problems regarding chronic illness on a daily basis, remaining compliant 
with medication regimes, adjusting to alterations in the disease course 
and making a conserted effort to normalize her life to prevent social
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isolation and self destruction. This is a huge undertaking (Miller 1993). 
However, proactive behaviour can lead to a health status improvement. 
Further, this is the nature of empowerment as ‘people gain mastery over 
their own lives’ (Staples et al 1994). As Schaefer (1995,p.71) states
‘each of us has the right and the responsibility to assess the roads 
which lie ahead, and those over which we have traveled, and if 
the future road looms ominous and unpromising, and the roads 
back uninviting, then we need to gather our resolve and, carrying 
only the necessary baggage, step off that road into another 
direction. Making the choice to live with the illness opens doors 
to making choices about how one will live’.
However, it should be noted that the continuing presence of a disease 
forces change on the woman and her family and this may cause 
‘psychological disorganization especially in the face of an uncertain 
future course and timetable’ (Goodheart 1997,p.37).
3.5 Empowerment versus Passive Acceptance
Psychological distress is a frequent sequel associated with living with a 
chronic illness and may present in a number of ways. Symptoms may 
include disorganized thoughts, hostile shifts in affect, persistent anxiety, 
withdrawal, self absorption, careless attitude and lack of empowerment
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(Goodheart 1997,p.37;Staples, Baruth, Jefferies and Warner 1994,p.29). 
However, Zautra ( 1996,p.697) states that ‘attention is paid not only to 
psychological distress as outcome of a failure to adapt, but also to 
indices of psychological well being which provide evidence of the 
benefits for those who cope successfully with chronic illness’.
This highlights the significance of empowerment where the woman is 
encouraged to seek psychological guidance and reassurance by 
networking with her local doctor or referring specialist, family, friends, 
work colleagues and other heath professionals including psychologists 
and complementary therapies (Goodheart 1997; Berman and Singh 
1997; Hasitavej 1995).
3.6 Social Support Facilitates Empowerment
Goodheart (1997,p. 143) argues that ‘social support influences the way 
in which an individual adapts to illness and also seems to influence the 
actual outcomes of illness’. Other researchers support this argument and 
further suggest that social support has been shown to exert significant 
influence on an individuals psychological and physical health (see for 
example Goodheart 1997;Singer, Davillier, Bruening, Hawkins and 
Yamashita 1996;Northouse, Jeffs, Cracchiolo-Caraway, Lampman and 
Dorris 1995;Spitzer et al 1995).
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Social support is multi faceted and includes emotional, financial, 
physical, educational and affirmational support. Thus, it is important 
to introduce new support networks and/or examine whether existing 
support networks are functional. The woman should be able to assess 
her support outcomes when meeting with her health team. Goodheart 
(1997) argues that the ’quantity and availability o f support may be best 
evaluated by examining the patients family system, membership in 
social and professional groups and social contacts’. The woman’s 
family system can be made up o f next o f kin relations or significant 
others. These people have a significant impact with respect to 
psychological adjustment and integration o f chronic illness into daily 
life (Drotar 1997). Newby (1996,p786) argues that ‘family responses 
to chronic illness vary according to the age and the developmental 
stage o f the ill individual, the strength and coping mechanisms of the 
family’. Further, Murrow and Oglesby (1996,p.48) suggest that 
‘family focused interventions can promote the growth of the individual 
family members and the family unit as a whole’. Therefore care and 
support needs to be focused around the entire family unit (Martin 
1995; Keller and Nicolls 1990).
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Membership of social and professional groups and individual social 
contacts are also important facets in learning to integrate chronic illness 
into daily life. Organizations have been set up across Australia and 
internationally for many suffers of chronic conditions, for example 
Endometriosis Association and Diabetes Australia. Also, the 
introduction of complementary therapies such as relaxation and guided 
imagery have been shown to reduce psychological distress and promote 
new behavioural and lifestyle practices (Berman and Singh 1997; 
Hasitaveji 1994;Vines 1994).
3.7 Psychological Distress in Relationship to 
Non-Compliance and locus of Control
Another important consideration when looking at psychological 
distress is the relationship between psychological distress, locus of 
control and self care compliance. Recent literature has focused on the 
prevalence o f noncompliance amongst people with chronic illness and 
this is viewed as being linked with ‘self esteem, locus o f control, 
perceived support and severity o f impairment’ which all influence the 
individuals perception of their condition (Wichowski and Kubsch 
1997,p549). Strauss (1996,p.743) suggests that adherence and non­
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adherence to self management ‘can be viewed as combinations o f 
perception, attitudes, beliefs, cognitions and human behaviours’.
Locus of control may also be a useful measurement tool in the 
assessment o f ones adjustment to a particular chronic illness and 
medical compliance in respect to treatment (Strauss 1996;De Leon 
1995).
3.8 locus of Control and Endometriosis
The life o f a woman with a chronic illness like endometriosis is complex 
and often misunderstood. 4 Women with chronic illness assent to their 
illness by acknowledging it’s existence, accepting that it is long term, 
and recognizing that it is not currently curable’ (Schaefer 1995, p.70). 
However, this recognition and acceptance of living with a chronic illness 
is not always adopted and therefore maladaptive or destructive 
behaviours may surface. These behaviours, for some women, are coping 
measures even though they may be potentially life threatening. It is these 
women who need assistance and guidance to acknowledge the illness 
which Schaefer (1995,p.70) says ‘makes it easier to live with’ and 
‘making choices to live with the illness opens doors to making choices 
about how one will live4.
This acknowledgement will facilitate change from the woman being
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overwhelmed by the symptoms to a more constructive approach to 
coping. Further, through empowerment, this positive change will assist 
the woman in developing a sense of being able to master her life 
situations.
A critique of psychological studies which examine personal control 
reveals an increasing interest in the sense of personal control and it’s 
effects on health. One of the most well known measures is Rotter’s 
(1966) Internal and External Locus of Control Scale. Wallston, 
Wallston, Kaplan and Maides (1976,1978) later developed the 
Multidimensional Health Locus of Control Scale and more recently 
researchers Graig, Franklin and Andrews (1984) have developed the 
Locus of Control of Behaviour (LCB) Scale.
3.9 Rotter’s Health Locus of Control Scale and 
later Modifications
Rotter’s theory o f internal and external locus of control (LOC) was 
proposed as a measure of ‘psychological and behavioural responses to 
stress’ (Andrykowski and Brady 1994,p.440) or, as described by other 
researchers, LOC describes the relationship between psychological 
‘orientation and symptomology relating to life stress and illness’ (Kuehn 
and Winters 1994,p.326). Rotter’s measure is useful in that it targets
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responses to stress in general (Fowers 1991).
The LOC theory proposes that an individual’s belief system is 4in 
internal control’ when the person perceives that events depend on what 
he / she decides to do in respect to a given situation. In contrast, a 
persons belief system is ‘in external control’ when he / she believes that 
they are not the master of their own destiny (Barker 1994; Knapp 1996). 
Today, however, whilst Rotter’s scale has had an ‘impressive history ‘of 
relevance over time, some researchers argue that the scale had not 
undergone rigorous testing with respect to validity ( see for example 
Bowling 1997,p. 146).
Other researchers suggest that there is a marked disagreement in the 
relationship between health locus of control and the adjustment to 
chronic illness (Christensen, Turner, Smith, Holeman and Gregory 
1991).
Further, the debate continues as researchers question ‘whether an 
internal or external LOC is preferable. Findings have been contradictory’ 
(Andrykowski and Brady 1994,p,440 ). Other researchers have 
suggested that behaviour can not be categorized as affected by internal 
or external control. For example Lubkin (1986,p. 114) argues that the 
best way to consider an individuals behaviour is to ‘consider these 
constructs on a continuum and that client behaviour tends toward one or
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the other or fluctuates between the two’. That is, people do not remain 
fixed in their perception of situations but can change their locus of 
control.
Folkman (1984 cited in Andrykoski and Brady 1994) suggests that the 
controversy on whether an internal or external LOC is preferable is due 
to the failure to clearly define contextual variables. These variables 
includes ‘illness, severity, chronicity and overall life stress which are 
important moderators of the effects of perceived control and 
psychological adjustment to illness’ (Fowers 1991,p.568).
Further, Andrykowski and Brady (1994,p.440) state that contextual 
variables ‘necessitate a search for interaction, rather than main effects’.
3.10 The Multidimensional Health locus of 
Control Scale
The Multidimensional Health Locus of Control Scale (MHCL) was 
developed by Wallston et al (1976,1978). This scale provides a 
multidimensional assessment or measure regarding the extent that beliefs 
about health determine behaviour (Christensen et al 1991; Kuehn and 
Winters 1994).
Whilst the MHCL scale retained the internal control dimension as 
described by Rotter (1966), Wallston et al (1976,1978) expanded the 
external control as a ‘function of powerful others and external control
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due to chance’ (Christensen et al 1991?p.419).
Further, Wallston et al (1981 cited in Kuehn and Winters 1994,p.327) 
state that ‘subjects with chronic diseases more often demonstrated 
external locus o f control in contrast to people taking preventive health 
actions, who tended to believe more in internal or personal behaviour 
over health status’. Given that a woman does not have control over 
developing a condition such as endometriosis, it is not suprising that she 
may feel she is a victim rather than a controller.
However Christensen et al (1991) recently proposed that patients with a 
chronic illness need to feel that they have some control over their own 
health. Further, these researchers suggest that patients need to believe 
that others (multidisciplinary health care providers) can facilitate a 
positive progression along the health continuum. This is very important 
as chronically ill patients need to liase from time to time with health 
professionals whom they trust, to facilitate positive adjustment and 
promote optimal health where possible (Knapp 1996).
3.11 The Locus of Control Behaviour Scale
In 1984 Graig, Franklin and Andrews proposed another locus of control 
theory and developed a tool named Locus of Control o f Behaviour Scale
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(LCB). This scale was ‘designed to measure the extent to which subjects 
perceive responsibility for their personal problem behaviour’ (Graig et al 
1984,p. 174). Graig et al (1984) developed this scale due to short falls in 
the previous scales developed by Rotter (1966) and Wallston et al (1976, 
1978). These shortfalls included an inability to ‘predict those likely to 
relapse after therapy’ (Graig et al 1984,p. 174). The (LCB) scale 
identifies people who are at risk of relapse. This scale is useful for those 
patients with a chronic illness, and who are unable (for what ever 
reason) to take responsibility for their own health and wellbeing.
Further, healthcare workers can use this measurement scale to identify 
those at risk o f relapse and endeavour to develop strategies which will 
help prevent the relapse from occurring.
The concept o f locus of control has many implications for women 
with chronic illness like endometriosis and other aspects o f womens 
health. That is ‘health locus of control can play an important role as a 
moderator of patient adjustment to chronic illness’(Christensen et al 
1991,p,423). Therefore, it is suggested that health professionals can 
gain a deeper understanding o f womens health locus of control by 
using appropriate measurement tools and this will facilitate the ‘use of 
more individualized plans that address the patients coping styles, sick 
role definition, learning patterns, problem solving, and preventive
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health care techniques’ (Kuehn and Winters 1994, p.331). It is 
proposed that identifying these methods will increase a patient’s 
adjustment to living with a chronic illness, and therefore assist in the 
development o f a healthier lifestyle and ultimately prevent maladaptive 
coping from becoming a way o f life (Gustafsson and Gaston­
Johansson 1996;Christensen et al 1991).
Finally, after undertaking an extensive literature review to demonstrate 
the important link between endometriosis, psychological distress, 
locus o f control and chronic illness, the search has ascertained that 
there is paucity o f literature available on the relationship of these 
variables. Therefore, the need is established to research the connection 
between these variables to facilitate a more positive, holistic approach 
to women’s health care and to empower women to maintain a healthy 
optimal outlook on life.
To conclude, the acceptance o f having a chronic illness such as 
endometriosis is often overwhelming and difficult. Further, the related 
psychological distress can affect many aspects o f a woman’s life. The 
woman with this condition needs to take an active role, rather than a 
passive role (Hasitavej 1995), with respect to how the condition is 
going to affect her life. However, in order to master her situation, she 
will continue to need the support o f her health professional team and
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social networks if  she is to be able to confront the illness and discover 
ways in which she can live with the chronic illness. Conversely, the 
adoption o f a maladaptive approach will only be destructive and 
exacerbate the symptoms associated with this condition. As Schaefer 
(1995,p.73) states ‘although illness appears dangerous because it takes 
part o f your life away from you, it also gives you the gift o f choice: 
You can choose a life you would like to lead rather than one that is 





The aim of this study is to highlight an area of women’s 
health that has not been well researched from a psychosocial 
perspective. Current research into endometriosis focuses on 
surgical options and drug treatment and makes only passing 
mention of the related emotional distress. As Ballweg (1992,p.747) 
states ‘if  endometriosis is baffling to doctors who treat it, imagine what 
it must be like to have it’. Thus it is suggested that this study will offer 
the health professional and the lay person, an alternative approach to 
care for women with endometriosis and provide options for living with a 
chronic condition including networking and self help groups.
Weinstein (1988,p.866) says
‘The message is clear: women with endometriosis need more than 
medical care; they need an arsenal of emotional support if they 
are truly to cope with a disease that can not only be physically 
debilitating, but, for women severely afflicted, financially, 
sexually, psychologically, and socially devastating as well’.
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The primary goal o f this study is to encourage professionals 
working in the area of women’s health to gain a better understanding of 
the emotional, social and psychosocial needs of women with 
endometriosis.
The study aims to investigate the distress associated with endometriosis 
and the effects this chronic illness has on women’s lives.
The results o f the study may help health professionals to provide 
more meaningful care to women who suffer from this condition.
The purposes of the study were to:
1. Identify symptoms most commonly affecting the lives of women 
with symptoms of endometriosis.
2. Identify the information given to or shared with women, when 
first diagnosed with endometriosis.
3. Examine the effects of endometriosis on the social and emotional 
wellbeing of women with endometriosis.
4. Identify information which allows for the development of 
effective coping strategies and more effective treatments for 
women with endometriosis.
5. Identify individual health locus of control behaviours which 
may impact upon and reduce psychological distress in 
women with endometriosis.
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Flow Diagram of Research Methodologv
Instruments:
■ SF36
- L C B 14
■ Condition Specific 
Questionnaire
Pilot Questionnaires ■ Pilot questionnaires
IAHS IMAPS highlighted deficits in the
■ (n=20) Postal Condition Specific
Survey Questionnaire.
■ Deficits rectified.
IAHS Human Resource Dept 
identified all fem ale nursing staff 
by correlating a checklist to 
identify the sample population.
■ 1735 Questionnaires were 
distributed to all female 
nursing staff in the IAHS by 
the IAHS pay office 
Wollongong Hospital, via 
internal mail.
■ Time frame 3 weeks.
■ Questionnaires returned in 
pre addressed envelopes to 
0 &  G Unit Wollongong 
Hospital.
■ (n=446) W om en without 
Endometriosis.
■ (n=27) W om en with 
Endometriosis.
■ All raw data was entered 
into a spread sheet using 
Excel.
■ Statistical Data 
Analysis
- SAS V6-12
to perform t Tests.
■ Descriptive 
Statistics
Excel -P ivo t tables
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Chapter 5
Research Design and Methodology
5.1 Hypotheses
1. That women who are diagnosed with endometriosis, and who are 
experiencing symptoms of the illness, will experience
more psychological distress than those with endometriosis but 
who are asymptomatic.
2. That there will be no differences in the level of psychological 
distress between women who are asymptomatic with 
endometriosis and women who are not known to have 
endometriosis.
3. That for women with symptoms of endometriosis and who are 
effectively managing their condition, there is a difference in the 
health locus of control with those women who have 




The population is the female nursing staff working in the Illawarra Area 
Health Service. The hospitals in this catchment include: Wollongong, 
Port Kembla, Shellharbour, David Berry, Bulli, Coledale, Milton 
Ulladulla, Shoalhaven Hospitals and community health services.
5.3 Sample
The sample population was 1735 female nursing staff working in 
the Illawarra Area Health Service.(IAHS). The inclusion criteria was all 
female registered and enrolled nurses in the IAHS. Exclusion criteria 
included all female and male allied health employees, auxiliary staff, 
administration staff and all male registered and enrolled nurses.
The female nursing staff had an age range of less than 20 years to more 
than 60 years (mean age of 44 years).The Human Resource Department 
of the IAHS estimated that approximately 10 % of female nursing staff 
are on leave at any one time. This leave includes long service, annual, 
study, maternity, family and community services leave.
It is important to note that when the questionnaires were being 
distributed, the Illawarra region experienced a natural disaster due to 
flooding. This may have affected the absenteeism at the time the 
questionnaires were being distributed and may have had an effect on the
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return rate o f the questionnaires. The final study sample was 473 female 
nursing staff in the Illawarra Area Health Service. Considering the issue 
o f absenteeism, the response rate was approximately 27.3 %. The 
dissemination and collection o f the questionnaires is discussed later 
under section 5.11 ‘method o f distribution’.
5 4  Methodology
The research hypotheses were tested using data which was collected 
via three different instruments,-The Short Form General Health scale 
(SF 36), The Locus o f Control o f Behaviour Scale (LCB 14) and a 
Condition Specific questionnaire.
Two o f these instruments are in current use and the third was 
designed by the author specifically for this study. These instruments 
were combined into one questionnaire (See appendix 1).
5.5 Description of Instruments-
The SF 36 Short Form General Health Survey
The SF 36 Short Form General Health scale is a general health status 
measure which has been tested rigorously over time and has been 
proven to be a widely accepted health status survey (Bodner, Garratt, 
Ratcliffe, Macdonald and Penney 1997). The SF 36 is composed of 36
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questions which include 6 8 dimensions o f health: physical functioning, 
social functioning, role limitations due to physical problems, role 
limitations due to emotional problems, mental health, energy and 
vitality, pain and general perception o f health’ (Bodner et al 1997,p. I l l )  
Responses to the specified questions are coded, totaled and converted 
on to a scale from ‘0 (worst possible health measured by the 
questionnaire) to 100 (best possible health state)’ (Jenkinson, Coulter 
and Wright 1993, p.l437;Bodner et al 1997). The SF 36 survey was 
designed to assess and reflect the general populations ‘physical and 
mental concepts relevant to health related quality of life’ (Bodner et al 
1997,p. 111). See appendix 1 for copy of questionnaire and appendix 2.1 
for the SF 36 scoring manual.
For the purpose of this research, the SF36 was chosen, as it addresses 
the ‘physical emotional and social aspects o f life’ all o f which may be 
affected when living with a chronic illness (Wood et al 1997,p.2).
As stated previously, the SF 36 is composed of 8 dimensions, however 
for the objective of this research, the following dimensions- Role 
Emotional, Social Functioning and Mental Health were selected as this 
research is aimed at identifying the emotional and psychosocial effects 
o f living with endometriosis and these would appear to be the most 
relevant to that.
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5.5.1 SF 36 Reliability and Validity
The reliability and validity of the SF36 Short Form Health Survey has 
been ‘validated in a number of studies which include a variety in chronic 
conditions ‘ (Wood, Thornton and Partridge 1997,p.2) Further, Bodner 
et al (1997) used the SF 36 in their research combined with a condition 
specific measure assessing the clinical assessment of women with 
endometriosis. Variables being investigated were menstrual symptoms, 
pelvic pain and side effects of medical treatment. Their findings 
demonstrated that a ‘condition specific questionnaire together with a 
general measure, such as SF 36, can provide a useful package of 
measures for assessing health related quality of life in women with 
endometriosis (Bodner et al 1997,p. 116). Many other researchers, 
examining chronic illness and health related quality of life have used the 
SF 36 in conjunction with other instruments of measure ( see for 
example Bodner et al 1997;Hurst, Kind, Ruta, Hunter and Stubbings 
1997; Ruta, Garratt, Chadha, Flett, Russell, and Hall 1995; Volmer, 
Osborne and Buist 1994; Fitzpatrick, Ziebland, Jenkinson and Mowat 
1993; Parkerson, Connis, Broadhead, Patrick, Talyor and Tse 1993; 
Juniper, Guyatt, Feme and Griffith 1993; Nerenz, Repasky,Whitehouse, 
and Kahkonen 1992; Stewart, Greenfield, Hays, Wells and Berry 1989).
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5.6 locus of Control of Behaviour (LCB14)
The Locus of Control of Behaviour Scale (LCB 14) is a self- rated 
scale. This scale was ‘designed to measure the extent to which subjects 
perceive responsibility for their personal problem behaviour’ (Graig et 
al 1984, p. 174).
The LCB 14 was selected, as other personal control measures for 
example Rotter’s (1966) Internal and External Locus of Control Scale 
and Wallston et al (1976) Multidimensional Health Locus of Control 
Scale, have now been updated, extended and incorporated to develop a 
more, improved scale.
The LCB 14 consists of a 14 item Likert scale. It is made up of 8 items 
which relate to externality of and 6 items relating to intemality of and is 
scored in the same way as Rotter’s internal and external scale of 
health locus of control: a high score indicates externality and a 
low score indicates intemality. See appendix 1 for copy of questionnaire 
and appendix 2.2 for the LCB 14 coding and scoring guidelines.
5.6.1 Reliability and Validity af IG B 14
The Locus of Control of Behaviour (LCB 14) has an established 
measure of validity and reliability. Many researchers, 
examining health related quality of life have used the LCB 14 in
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conjunction with other instruments of measure.. These included areas in 
psychiatry, for example neurotic syndrome, anxiety and depression and 
agoraphobia with panic attacks. The LCB 14 has also been used in 
clinical setting to look at the influence of spinal cord injury on coping 
styles and self perceptions. (Graig et al 1984;Andrews & Moran 
1988;Andrews, Stewart, Morris Yates, Holt and Henderson 1990; 
Andrews 1991;Hancock, Graig, and Chang 1993;Hancock, Graig, 
Tennant and Chang 1993).
The LCB 14 is an appropriate scale to measure locus of control as it 
measures an individuals ability to control the maladaptive behaviours 
and / or maintaining new desired behaviours after therapy has ended. 
Further, the LCB 14 has the ability to assist in the identification of an 
individuals likelihood of relapse following apparent successful therapy. 
Therefore, it can be seen that the concept of locus of control has many 
implications for women with chronic illness like endometriosis and 
other aspects o f women’s health. That is ‘health locus of control can 
play an important role as a moderator of patient adjustment to chronic 
illness’(Christensen et al 1991,p.423)
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5.7 Condition Specific Questionnaire on living 
With Endometriosis
This questionnaire was developed based upon an extensive literature 
review on endometriosis. This review highlighted areas, which require 
further investigation. These include family history of endometriosis, 
infertility, a wide range of issues surrounding symptoms, treatment and 
services available and associated emotional and psychosocial effects of 
living with endometriosis. See chapter 1 and 2 for details.
The questionnaire consists o f 5 sections:
Section. 1 - Background / Demographic Information
Section.2 -Symptoms Checklist 
Section.3 -Obstetric History 
Section.4 -Gynaeclogical History
Section. 5 -Endometriosis Symptoms, Treatment and Services.
The general demographic questions were developed specifically to elicit 
information about the target population. The condition specific 
questionnaire was piloted prior to the commencement of the full scale 
project. This was conducted to determine whether the questions would 
adequately reflect the nature of this research.
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5.7.1 Validity of the Condition Specific 
Questionnaire Living with Endometriosis
Validity is the degree to which a test or instrument measures what it 
claims to measure (Woods and Catanzaro 1988).
To establish content / face validity of the condition specific 
questionnaire, it was necessary to highlight key issues in the literature 
review and use these variables as headings to formulate the 
questionnaire. These variables included family history of endometriosis, 
infertility, a wide range of issues surrounding symptoms, treatment and 
services available and associated emotional and psychosocial effects of 
living with endometriosis.
The results o f the pilot study o f the condition specific questionnaire 
suggested that the instrument devised was satisfactory in obtaining 
the necessary information required to investigate the hypotheses 
being tested. Their responses are discussed briefly under 5.10 ‘pilot 
study’.
5.8 Setting
The questionnaire was distributed and data were gathered through the 
hospitals o f the Illawarra Area Health Service. This agency was selected 
because it has a large female catchment in which to collect a
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representative sample for the study. The literature search highlighted 
that there is an estimated prevalence of 7 % to 50% of menstruating 
women suffering endometriosis. Therefore, a large female sample 
population was necessary to represent the significance of the prevalence 
of endometriosis in women.
5.9 Pilot Study
A pilot study was conducted to pretest the instruments being used in this 
research. Ten female nursing staff including a mix of registered and 
enrolled nurses at the Illawarra Regional Hospital, Wollongong were 
selected on the basis of convenience. Employees from the Institute of 
Maternal and Paediatric Services were randomly selected and asked to 
complete the pilot questionnaire.
The information sheet at the front of the questionnaire instructed the 
participant to time how long it took to complete the questionnaire and to 
comment on any questions that may be difficult to understand or add 
any suggestions to improve the clarity of the survey instrument.
The pilot study revealed deficits in the original condition specific 
questionnaire. This included spacing and formatting problems and 
entering a nil option for some questions. No other deficits were 
reported. The SF36 and the LCB 14 questionnaires were not altered in
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any way. The original format was printed as received by respective 
researchers into the proposed questionnaire.
The mean time for completion o f the questionnaires was 12.2 
minutes.
5.10 Method of Distribuuon
The Illawarra Area Health Service Human Resources Department 
identified female nursing staff by preparing a checklist which was 
obtained to identify the sample population with greater ease and to 
ensure that only female nursing staff would receive the questionnaires. 
Prior to the circulation of the questionnaires, authorization was received 
from the Head Pay Mistress of the Illawarra Area Health Service to 
attach the questionnaires to the participants pay dockets and distribute 
them through the internal mail system by the pay office.
The questionnaire consisted of:
1. SF 36 Short Health Survey
2. Health Locus of Control o f Behaviour Questionnaire (LCB 14)
3. Condition-Specific Questionnaire on Living with Endometriosis
4. A cover sheet which explained the research topic and participants 
consent. The information sheet explained the nature of the 
research and invited female nursing staff to participate.
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It was not proposed to ask the staff to complete a consent form. Instead, 
the information sheet stated ‘Please note that by completing the 
questionnaires, you have voluntarily agreed to participate in this 
research’. The questionnaires were returned in a pre addressed envelope, 
which was provided, to the Obstetric and Gynaecology Unit, 
Wollongong Hospital. Staff were encouraged to complete the 
questionnaire by having the opportunity to participate in a draw for a 
lunch for two at a local restaurant. This required the staff member to be 
identified by name or by payroll number on a separate information 
sheet. The Illawarra Area Health Service payroll office agreed to 
identify the person winning the draw.
However, on the day that the questionnaires were to be distributed 
(25/08/1998), the staff were informed that the questionnaires could not 
be attached to the pay dockets. This was because questionnaires were 
considered too bulky and that the General Manager had requested that 
an urgent handout for the flood victims be attached to the pay dockets 
instead. The pay office resolved that the only way to distribute the 
questionnaires would be via the Nurse Unit Managers in each cost 
centre. A staff list was obtained from the Manager of the Human 
Resource Department with the details o f cost centers and payroll 
numbers. A staff member from pay office formulated a covering letter.
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The researcher then counted and assembled the questionnaires by cost 
centre. The questionnaires were subsequently distributed by the pay 
office to each cost centre. The print out containing the cost centres and 
other information was distributed with the questionnaires, and the 
covering letter, to the Nurse Unit Managers. This information was only 
accessed so that the questionnaires could be assembled and distributed 
to each cost centre which ensured the questionnaire was available to 
every member of the population.
5.11 Ethics Approval
Ethics approval was formally approved from both the Director of 
Health Services, Illawarra Area Health Service, on 28 July, 1998 and 
from the Human Research Ethic’s Committee, Wollongong 
University on the 11 August, 1998. This process involved completing 
an application form outlining several areas regarding the research. 
These included the methodology, target group, how participants were 




The method o f data analysis is discussed under the following 
headings:
■ 1. Descriptive statistics-including demographics and the condition 
specific data.
■ 2.Symptoms checklist-Symptomatic and Asymptomatic.
■ 3. Statistical analysis.
■ 4.Cronbach Alpha Co Efficient Test.
5.12.1 Descriptive Statistics
The descriptive data collected from the questionnaires was analyzed 
utilizing Microsoft Excel ™. The data was entered onto a formatted 
spread sheet which was created to correlate the data and construct pivot 
tables on the demographic data and the condition specific data on living 
with endometriosis. Frequency counts for these variables were obtained 
from both the female nursing staff with, and without, endometriosis.
5.12.2 Symptoms Checklist-Symptomatic & 
Asymptomatic
For the purpose o f this research a clinical judgment was made by the 
researcher to classify women with and without endometriosis into 
symptomatic and asymptomatic by using the likert scale in the
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condition specific questionnaire. Symptomatic women were grouped 
from 1-6 (frequently and occasionally) and asymptomatic were 
grouped 7-10 (seldom and never). This clinical decision came about 
after an extensive literature review, refer chapter 2, searching for a 
definition o f what makes a woman symptomatic or asymptomatic 
with endometriosis.
Several researchers have stated in the literature that, approximately 
20-25 % of women are asymptomatic (Biley 1995;Buckman 
1994;Bemhard 1982). This highlights the difficulty of formatting a 
set o f symptoms, which will define asymptomatic and symptomatic. 
Further, as Buckman (1994,p.49) states, some symptoms may 
strongly suggest the presence o f endometriosis, but none are 
pathognomonic o f the disorder'. Therefore it can be seen that the 
above criteria was meet in the subgrouping o f symptomatic and 
asymptomatic.
5.12.3 Statistical Analysis
Statistical analysis was completed by using the statistical package SAS 
V6-12 for windows with the assistance and expertise of several 
statisticians from the Statistical Services Centre, Wollongong 
University. The SAS V6-12 for windows is a reliable and recognized
58
statistical package among statisticians.
The hypotheses were tested using statistical t tests which determined the 
statistical significant between possible variables. These tests were 
selected after much discussion with statisticians, who performed this 
one-way analysis o f variance with two levels o f classification. That is 
the two groups within the sample were unequal and this was the 
appropriate test for this type of sample and size.
5.124 Cronbach Alpha Do Efficient Test
Correlation analysis (Cronbach Alpha Co Efficient Test) was carried out 
on the SF 36 and the LCB 14 data to ensure internal consistency.
The Cronbach Alpha Co Efficient Test was used to estimate the 
reliability o f items with multiple answers. Results indicated that internal 
consistency was high. Scores ranged from 0.68 to 0.82. That is, if  the 
items are perfectly reliable and measure the same thing, the Co Efficient 
Alpha is equal to 1. Therefor it can be seen that the results from this 





The results o f several methods of statistical analysis will be presented 
in this chapter using graphical illustration and brief explanation.
The data from the SF 36 Short Form Health Survey and the LCB 14 
Health Locus of Control of Behaviour Scale was recoded. This 
recoding for the SF 36 entailed the values for the ten items being 
recoded and recalibrated, seven items were reversed in accordance 
with the SF 36 scoring manual to ensure standardization of scoring 
and then the raw score was computed for each scale (1994, Medical 
Outcomes Trust). The raw score is transformed by using a formula, 
which gives values from 0-100. These scores represent the lowest and 
highest possible scores which is essential for the interpretation of the 
SF 36 and to make meaningful comparisons of results.
The recoding for the LCB 14 entailed certain scale items to be 
reversed before adding the individual item scores to obtain a total 
score. The data was correlated to determine any significant 
associations among the variables.
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An excel spread sheet was used to collate the descriptive statistics 
and construct pivot tables on the demographic variables and the 
condition specific data on living with endometriosis. Frequency 
counts for these variables were obtained from both the female nursing 
staff, with and without endometriosis.
6.2 Response Rate
This section provides data on the background demographics o f the 
sample. The study population was 1735 and the final sample 
consisted o f 473 respondents. The sample included 446 female 
nursing staff without endometriosis and 27 female nursing staff with 
endometriosis.
An explanation for participant attrition may have been due to nursing 
staff being on leave at the time the questionnaires were distributed. 
Also, as mentioned earlier, the Illawarra region experienced a national 
disaster due to flooding at this particular time.
The majority o f female nursing staff in the sample were aged between 
40-44 years. The average age was demonstrated for both female 
nursing staff without, and with, endometriosis. The raw number and 
percentage o f all demographics for the sample is illustrated below.
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6.2.1 Descriptive Background Demographics
The following tables illustrate descriptively the demographics of the sample. An 
excel spread sheet was used to correlate the data presented on the pivot tables 
below.
Demographics (n=446) (n=27)
Female Nursing Staff Female Nursing Staff
Without Endometriosis With Endometriosis
(n) is provided for each separate demographic as people may have chosen not 
to answer particular questions.
Table 1.1 Age
(n ) % (n) %
<20 1 0.22% <20 0.00%
21-24 16 3.59% 21-24 0.00%
25-29 60 13.45% 25-29 1 3.70%
30-34 50 11.21% 30-34 2 7.41%
35-39 93 20.85% 35-39 6 22.22%
40-44 105 23.54% 40-44 9 33.33%
45-49 62 13.90% 45-49 8 29.63%
50-54 38 8.52% 50-54 1 3.70%
55-59 14 3.14% 55-59 0.00%
60> 2 0.45% 60> 0.00%
Grand Total 446 100.00% Grand Total 27 100.00%
Total number of blank entries: (n=5) 1.12% (n=0) 0.00%
Table 1.1 shows the results of the age distribution in female nursing staff 
without and with endometriosis. The results display a similarity in the number of 
participants in the age groups ranging from 35-39 inclusive to 45-49. The 









HSC 41 9.19% HSC 2 7.41%
Tertiary 116 26.01% Tertiary 7 25.93%
University 188 42.15% University 16 59.26%
Grand Total 446 100.00% Grand Total 27 100.00%
Total number of blank entries: (n=10) 2.24% (n=0) 0.00%
Table 1.2 shows the results of schooling levels in women without and with 
endometriosis. The descriptive results display a slightly greater elevation in 
university qualifications 59.26% (n=16) in women with endometriosis.
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Female Nursing Staff Female Nursing Staff
Without Endometriosis With Endometriosis










Married 279 62.56% Married 16 59.26%
Defacto 25 5.61% Defacto 4 14.81%
Separated 20 4.48% Separated 2 7.41%
Divorced 33 7.40% Divorced 3 11.11%
Widowed 5 1.12% Widowed 0.00%
Grand Total 446 100.00% Grand Total 27 100.00%
Total number of blank entries: (n=5) 1.12% (n=0) 0.00%
Table 1.3 shows the results of marital status in female nursing staff without and 
with endometriosis. The descriptive results display a similarity in the number of 
participants who were married in both groups of women with and without 
endometriosis (approximately 60%). There is a slightly greater elevation in the 











Part Time 162 36.32% Part Time 8 29.63%
Casual 10 2.24% Casual 0.00%
Grand Total 446 100.00% Grand Total 27 100.00%
Total number of blank entries: (n=4) 0.90% (n=0) 0.00%
Table 1.4 shows the results of employment structure for female nursing staff 
without and with endometriosis. The descriptive results display a similarity in 




Female Nursing Staff Female Nursing Staff
Without Endometriosis With Endometriosis
Table 1.5 Nursing Level
<n) % (n) %
Management 54 12.11% Management 8 29.63%
CCC/CNS 74 16.59% CCC / CNS 5 18.52%
Registered Nurse 231 51.79% Registered Nurse 12 44.44%
Enrolled Nurse 72 16.14% Enrolled Nurse 2 7.41%
Other 11 2.47% Other 0.00%
Grand Total 446 100.00% Grand Total 27 100.00%
Total number of blank entries: (n=4) 0.90% (n=0) 0.00%
Table 1.5 shows the results of nursing levels in female nursing staff without and 
with endometriosis. The descriptive results display an perceptible elevation in 
management positions 29.63% (n=8) in women with endometriosis.















Asia 8 1.79% Asia 0.00%
Middle East 0 0.00% Middle East 0.00%
Other 6 1.35% Other 0.00%
Grand Total 446 100.00% Grand Total 27 100.00%
Total number of blank entries: (n=5) 1.12% (n=0) 0.00%
Table 1.6 shows the results of country of birth in female nursing staff without 
and with endometriosis. The descriptive results display a similarity in the 
number of participants who were born in Australia approximately 75-85 % of the 
sample.
Demographic Summary- In this sample, the main proportion of women 
with and without endometriosis were situated in the age group of 35-45 
years. Women with endometriosis displayed a higher percentage in the 
proportion of university qualifications and in management positions. Both 
groups of women with and without endometriosis, displayed a similarity in 
the number of participants who were born in Australia, married and 
employed full time on these variables, therefore they were a relatively 
homogeneous group.
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6.2.2 Frenilency Analysis of Symptoms
Checklist
The following tables present the data from the symptoms checklist both for 
women without and with endometriosis. Of the 15 items in the symptom 
checklist, 10 showed differences in those women with and without endometriosis. 
This section shows the results for these 10 items, the remaining 5 items are 
included in appendix 3.1
P ain fu l P eriods
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
T ab le :2 T ab le :3
Fem ale Nurses Without Endometriosis -em ale Nurses With Endometriosis
2.1 Total Total 2.1 Total Total
1 29 6.50% 1 6 22.22%
2 27 6.05% 2 4 14.81%
3 34 7.62% 3 0.00%
4 35 7.85% 4 5 18.52%
5 44 9.87% 5 1 3.70%
6 27 6.05% 6 0.00%
7 30 6.73% 7 0.00%
8 32 7.17% 8 0.00%
9 42 9.42% 9 2 7.41%
10 53 11.88% 10 1 3.70%
Grand Total 446 100.00% Grand Total 27 100.00%
Total number of (n=16) 3 .5 9 %  (n=0) 0 .0 0 %
blank entries
Not Relevant (n=77) 1 7 .2 6 %  (n=8) 29.63%
Table 2 shows the results of fem ale nursing staff without endometriosis in relation to painful 
periods. The highest frequency interval was ‘never’ 11.88 % (n=53)and the lowest frequency 
interval was ‘frequently’ 6 .05  % (n=29).
Table 3 shows the results of fem ale nursing staff with endometriosis in relation to painful periods. 
The highest frequency interval was ‘frequently’ 22.22 % (n=6)and the lowest frequency interval 
was ‘never’ 3 .70 % (n=1).
It is interesting to note that women with endometriosis in this sample experienced a higher 
percentage of frequent painful periods when compared to women without endometriosis.
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P ain fu l O vu la tio n
Frequently Occasionally Seldom Never
1 2 3  4 5 6  7 8  9 10
T a b le :4  Tab le : 5












Grand Total 446 100.00%












Grand Total 27 100.00%
Total number of 
Blank entries
(n=15) 3.36% (n=0) 0.00 %
Not Relevant (n=72) 16.14% (n=5) 18.52 %
Table 4 shows the results of female nursing staff without endometriosis in relation to painful 
ovulation. The highest frequency interval was ‘never’ 28.48 % (n=127) and the lowest frequency 
interval was ‘frequently’ 2.47 % (n=11).
Table 5 shows results of female nursing staff with endometriosis in relation to painful ovulation. 
The highest frequency interval was ‘never’ 22.22 %(n=6) and the lowest frequency interval was 
‘seldom’ 3.70 % (n=1).
Therefore it can be seen that women with endometriosis experienced a higher percentage of 
painful ovulation when compared to women without endometriosis.
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A b d o m in a l Pain
Frequently Occasionally Seldom Never
1 2 3 4 5 6  7 8  9 10
T a b le :6 T ab le :7












Grand Total 446 100.00%












Grand Total 27 100.00%
Total Number of 
Blank Entries
(n=6) 1.35% (n=0) 0.00%
Not Relevant (n=15) 3.36% (n=1) 3.70 %
Table 6 shows the results of female nursing staff without endometriosis in relation to 
abdominal pain. The highest frequency interval was ‘never5 
19.51 % (n=87) and the lowest frequency interval was ‘frequently’ 2.24 % (n=10).
Table 7 shows the results of female nursing staff with endometriosis in relation to 
abdominal pain. The highest frequency interval was ‘frequently’ 18.52 % (n=5).
It is interesting to note that women with endometriosis in this sample experienced a higher 
percentage of abdominal pain when compared to women without endometriosis.
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In tes tin a l
S vm D tom s
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
T a b le :8 T ab le :9












Grand Total 446 100.00%












Grand Total 27 100.00%
Total Number of 
Blank Entries
(n=7) 1.57% (n=0) 0.00 %
Not Relevant (n=9) 2.02 % (n=0) 0.00 %
Table 8 shows the results of female nursing staff without endometriosis in relation to intestinal 
symptoms. The highest frequency interval was never 14.13 % (n=63) and the lowest frequency 
interval was frequently 4.04 % (n=18).
Table 9 shows the results of female nursing staff with endometriosis in relation to intestinal 
symptoms. The highest frequency interval was frequently 22.22% (n=6) and the lowest frequency 
interval was never 3.70 % (n=1).
It is interesting to note that women with endometriosis in this sample experienced a higher 
percentage of frequent intestinal symptoms when compared to women without endometriosis.
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H eavv B leed ina  w ith
Periods
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
T ab le :10 Table:11
Female Nurses Without Endometriosis Female Nurses With Endometriosis
2.7 Total Total 2.7 Total Total
1 24 5.38% 1 7 25.93%
2 24 5.38% 2 2 7.41%
3 29 6.50% 3 2 7.41%
4 33 7.40% 4 1 3.70%
5 40 8.97% 5 0.00%
6 31 6.95% 6 0.00%
7 22 4.93% 7 1 3.70%
8 48 10.76% 8 2 7.41%
9 43 9.64% 9 0.00%
10 68 15.25% 10 5 18.52%
Grand Total 446 100.00% Grand Total 27 100.00%
Total Number of(n=5) 1.12 % (n=0) 0.00 %
Blank Entries
Not Relevant (n=79) 17.71 % (n=7) 25.93 %
Table 10 shows the results of female nursing staff without endometriosis in relation to heavy 
bleeding with periods. The highest frequency interval was ‘never’ 15.25 % (n=68) and the lowest 
frequency interval was ‘frequently’ 5.38 % (n=24).
Table 11 shows the results of female nursing staff with endometriosis in relation to heavy 
bleeding with periods. The highest frequency interval was ‘frequently’ 25.93 % (n=7) and the 
lowest frequency interval was ‘occasionally’ 3.70 % (n=1).
It is interesting to note that women with endometriosis experienced a higher percentage of 
frequent heavy bleeding with periods when compared to women without endometriosis.
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P re m e n s tru a l S y m p to m s
Frequently Occasionally Seldom Never
1 2  3 ______  4 5 6 7 8 9 10
T a b le :1 2  T ab le : 13












Grand Total 446 100.00%












Grand Total 27 100.00%
Total Number of 
Blank Entries
(n=5) 1.12% (n=0) 0.00 %
Not Relevant (n=65) 14.57 % (n=6) 22.22 %
Table 12 shows the results of female nursing staff without endometriosis in relation to premenstrual 
symptoms. The highest frequency interval was ’occasionally’ 12.56 % (n=56) and the lowest 
frequency interval was ‘seldom’ 4.71 % (n=21).
Table 13 shows the results of female nursing staff with endometriosis in relation to premenstrual 
symptoms. The highest frequency interval was ‘frequently’ 33.33 % (n=9) and the lowest was 
‘never1 3.70 % (n=1).
Interesting to note that women with endometriosis in this sample experienced a higher frequency of 
premenstrual symptoms when compared to women without endometriosis.
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F atiq u e
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
T a b le :1 4 T a b le :15
Female Nurses Without Endometriosis Female Nurses With Endometriosis
2.10 Total Total 2.10 Total Total
1 35 7.85% 1 8 29.63%
2 52 11.66% 2 4 14.81%
3 63 14.13% 3 2 7.41%
4 58 13.00% 4 1 3.70%
5 81 18.16% 5 3 11.11%
6 54 12.11% 6 5 18.52%
7 31 6.95% 7 1 3.70%
8 24 5.38% 8 1 3.70%
9 22 4.93% 9 1 3.70%
10 10 2.24% 10 1 3.70%
Grand Total 446 100.00% Grand Total 27 100.00%
Total Number of 
Blank Entries
(n=6) 1.35% (n=0) 0.00 %
Not Relevant (n=10) 2.24% (n=0) 0.00 %
Table 14 shows the results of female nursing staff without endometriosis in relation to fatigue. 
The highest frequency interval was ‘occasionally’ 18.16 % (n=81) and the lowest frequency 
interval was ‘never’ 2.24 % (n=10).
Table 15 shows the results of female nursing staff with endometriosis in relation to fatigue. The 
highest frequency interval was ‘frequently’ 29.63 % (n=8).
Thus, women with endometriosis in this sample experienced a higher percentage of frequent 
fatigue when compared to women without endometriosis.
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H ead ach es
Frequently Occasionally Seldom Never
1 2 3________  4 5 6 7 8 9 10
T a b le :1 6 Tab le : 17












Grand Total 446 100.00%












Grand Total 27 100.00%
Total Number of 
Blank Entries
(n=5) 1.12% (n=0) 0.00 %
Not Relevant (n=10) 2.24% (n=0) 0.00 %
Table 16 shows the results of female nursing staff without endometriosis in relation to 
headaches. The highest frequency interval was ‘occasionally’ 16.14 % (n=72) and the lowest 
frequency interval was ‘frequently’ 3.81 % (n=17).
Table 17 shows the results of female nursing staff with endometriosis in relation to headaches. 
The highest frequency interval was ‘occasionally’ 25.93 % (n=7) and the lowest frequency interval 
was ‘seldom’ 7.41 % (n=2).
Noteworthy, women with endometriosis in this sample experienced a higher percentage of 
frequent headaches when compared to women without endometriosis.
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T a b le :1 8 T ab le :19
Female Nurses Without Endometriosis Female Nurses With Endometriosis
2.12 Total Total 2.12 Total Total
1 11 2.47% 1 5 18.52%
2 38 8.52% 2 5 18.52%
3 54 12.11% 3 3 11.11%
4 67 15.02% 4 3 11.11%
5 76 17.04% 5 3 11.11%
6 59 13.23% 6 2 7.41%
7 48 10.76% 7 3 11.11%
8 38 8.52% 8 0.00%
9 31 6.95% 9 1 3.70%
10 9 2.02% 10 2 7.41%
Grand Total 446 100.00% Grand Total 27 100.00%
Total Number of 
Blank Entries
(n=11) 2.47% (n=0) 0.00 %
Not Relevant (n=4) 0.90 % (n=0) 0.00 %
Table 18 shows the results of female nursing staff without endometriosis in relation to high stress. 
The highest frequency interval was ‘occasionally’ 17.04 % (n=76) and the lowest frequency interval 
was ‘never’ 2.02 % (n=9).
Table 19 shows the results of female nursing staff with endometriosis in relation to high stress. The 
highest frequency interval was ‘frequently’ 18.52 % (n=5) and the lowest frequency interval was 
‘never’ 3.70 % (n=1).
Interesting to note that women with endometriosis in this sample experienced a higher percentage 
of frequent high stress when compared to women without endometriosis.
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F ee lin g  th e  B lu es
Frequently Occasionally Seldom Never
1 2  3_________  4 5 6 7 8 9 10
T a b le :2 0 Tab le :21












Grand Total 446 100.00%












Grand Total 27 100.00%
Total Number of (n=8) 1.79% (n=0) 0.00%
Blank Entries
Not Relevant (n=7) 1.57% n=0) 0.00%
Table 20 shows the results of female nursing staff without endometriosis in relation to feeling 
the blues. The highest frequency interval was ‘seldom’ 14.80 % (n=66) and the lowest 
frequency interval was ‘frequently’ 1.12 % (n=5).
Table 21 shows the results of female nursing staff with endometriosis in relation to feeling the 
blues. The highest frequency interval was ‘occasionally’ 22.22 % (n=5) and the lowest 
frequency interval was ‘frequently’ 3.70 % (n=1).
Thus, women with endometriosis in this sample experienced a higher percentage of 
occasionally feeling the blues when compared to women without endometriosis.
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6.3 Descriptive Statistical Analysis of the 1 
Condition Specific Data on Living with
Endometriosis
The following overview of results is a descriptive analysis of the condition 
specific data on living with endometriosis. Women with endometriosis completed 
this section of the questionnaire, which focused on symptoms, treatments and 
services available. Specific data for each variable being investigated may be 
viewed in appendix 3.2.
■ W o m en  w ith  en d o m etrio s is  w h o  have a fam ily  h is to ry  o f  
en d o m etrio s is .
On investigating the variable o f a family history in women who have 
endometriosis, descriptive data indicates that women with 
endometriosis had a notable history of their mother 18.5% (n=4) and 
aunt 18.5% (n=4) having endometriosis. O f the twenty seven women 
with endometriosis thirteen had a family history of endometriosis.
■ W o m en  w ith o u t en d o m etrio s is  w ith  a fam ily  h is to ry  o f  
en d o m etrio s is .
The results indicated that 47 % (n=18) of the women with 
endometriosis had a sister suffering from this condition. Therefore, 
women without endometriosis who have a family history of their 
sister having endometriosis, need to be aware of the potential 
possibility o f having endometriosis themselves. Implications for this
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■ L en g th  o f  tim e  b etw een  sym p to m s  and  d iag n o s is  o f  
e n d o m e trio s is .
Women with endometriosis in this sample experienced symptoms for 
greater than 24 months (n=14) before the confirmation o f a definitive 
diagnosis was made. The implications will be discussed later.
■ A g e  w h e n  firs t d iag n o sed  w ith  en d o m etrio s is .
The results show descriptively that the age most women were first 
diagnosed with endometriosis was between 25-29 years (n=7). The 
literature supports this time frame.
■ S u rg ic a l p ro ced u re  carried  o u t to  co n firm  d iag n o s is  o f  
e n d o m e trio s is .
The results show that the most common surgical procedure carried 
out to confirm the diagnosis o f endometriosis was the laparoscopy 
48.15% (n=13). The literature indicates the laparoscopy is the only 
way to confirm definitively the existence of the disease.
■ L o ca tio n  s ites  o f  e n d o m etrio s is .
The results show descriptively that the common sites in this sample 
were the Ovaries 44% (n=12) and Pouch o f Douglas 33.30% (n=9). 
(See appendix 3.2 for detailed data).
are elaborated on in the discussion section.
76
■ M ed ica l trea tm e n t o ffered  to  w o m en  w ith  
en d o m etrio s is .
The results show that hormone therapy 33.30% (n= 9) and oral 
contraception 33.30% (n=9) were the most common forms of 
medical treatment used in women with endometriosis. (See 2.6 
medical treatment in the literature review and in the discussion).
■ R e lie f o f  sym p to m s by su rg ery  fo r w o m en  w ith  
en d o m etrio s is .
The results for this sample indicate that ‘no surgery’ 37.04% (n=10) 
was the most commonly chosen path in symptom relief. Followed by 
equal numbers from each end of the scale ‘not at all’ 11.11% (n=2) 
and ‘completely’ 11.11% (n=2). In other words, women who had no 
surgery, or if  they had, they found no symptom relief from the 
surgery or were completely relieved from symptoms associated with 
this condition people were greatly helped or not at all.
■ Fee lings  o f  a d ju s tm e n t to  living w ith  endo m etrio s is .
The results demonstrated that feelings of adjustment to living with 
endometriosis in this sample were, fully adjusted 33.33% (n=9) 
followed by the middle range o f the scale 25.92% (n=3). In other 
words, women in this sample were progressively more adjusted to 
living with this condition. However, some women remained in the 
middle, indicating that they still remain unadjusted to living with this
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■ A s p e c ts  o f  life  im p ac ted  by e n d o m e trio s is .
The results show that the main aspects o f life impacted upon by 
endometriosis were sexual 33.30% (n=9) and emotional 33.30 % 
(n=9). These descriptive results demonstrate the negative emotional, 
social and psychosocial impact woman with endometriosis 
experience. The literature review further supports this and is 
discussed in section 2.5 and 2.7.
chronic condition. Implications are elaborated on in the discussion
section.
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6.3.1 Descriptive Statistical Analysis on the
Condition, Long Term Problems and Sotdal■Supports Available
Women with endometriosis were asked about the information they received when
Formally diagnosed. Questions targeted areas associated with the condition, long term 
Problems and social support. The following tables illustrate the results of these 
Questions.
Tab le : 22  T ab le :23
D escrip tio n  o f  th e  Long T erm  E ffects  o f
Illn ess th e  Illness
Fem ale Nurses with Endometriosis
5.7.1 Total
YE S 16 59.26%
NO 8 29.63%
Grand Total 27 100.00%




Grand Total 27 100.00%
Table 22 shows results for female nursing staff with endometriosis 
answering the question description of illness. Women answered yes 59.26 
% (n=16) and 29.63 % (n=8) answered no to receiving an adequate 
description of the condition.
Therefore, it is noted that an inappropriate amount of information was 
given to these women about the description of this illness when first 
diagnosed.
Table 23 shows results of female nursing staff with endometriosis 
answering the question on the long term effects of the illness. Women 
answered yes 18.52 % (n=5) and no 70.37 % (n=19).
Thus, these women with endometriosis did not receive adequate 
information on the long-term effects of this condition.
79
A lte rn a tiv e  D iag n o stic  T es ts
T re a tm e n ts  &  S id e  
E ffects
Table: 24 Table:25
Female Nurses with Endometriosis Female Nurses with Endometriosis
5.7.3 Total 5.7.4 Total
YES 5 18.52% YES 9 33.33%
NO 19 70.37% NO 15 55.56%
Grand Total 27 100.00% Grand Total 27 100.00%
Table 24 shows results of female nursing staff answering the 
question on alternative treatments and side effects of medical 
treatments. Women answered yes 18.52 % (n=5) and no 70.37 % 
(n=19).
It is interesting to note that these women with endometriosis did 
not receive satisfactory information on alternative treatments and 
possible side effects of medical treatments.
Table 25 shows results of female nursing staff answering the 
question on diagnostic tests. Women answered yes 33.33 %(n=9) 
and no 55.56 % (n=15).
Thus, only 45 % of women with endometriosis in this sample 
reported receiving adquaete information about the diagnostic tests 
available prior to a definitive diagnosis.
Tab le : 26  T ab le :27
P sy c h o lo g ica l E m otio na l
In fo rm atio n  A sp ec ts
Female Nurses with Endometriosis Female Nurses with Endometriosis
5.7.5 Total 5.7.6 Total
BLANK 3 11.11% BLANK 3 11.11%
NO 24 88.89% NO 24 88.89%
Grand Total 27 100.00% Grand Total 27 100.00%
Table 26 shows results of female nursing staff with endometriosis 
answering the question on psychological information discussed at 
the time of diagnosis. Women answered only no 88.89 % (n=24) 
and a blank response of 11.11 % (n=3).
Noteworthy that 88% of women in this sample with endometriosis 
did not receive information on the possible psychological 
implications of this condition.
Table 27 shows results of female nursing staff with endometriosis 
answering the question on the emotional aspects of this condition 
at the time of diagnosis. Women answered only no 88.89 % 
(n=24) and a blank response of 11.11 % (n=3).
Therefore it is noted that women with endometriosis did not 
receive information regarding the emotional aspects associated 
with this condition.
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W ays  o f C o p in g  w ith
T h e
Illn ess
Table:28 T ab le :29
S u p p o rtive  S erv ices  
W ith in
th e  C o m m u n ity








Grand Total 27 100.00%




Grand Total 27 100.00%
Table 28 shows results of female nursing staff with endometriosis 
answering the question on ways of coping with the illness. Women 
answered no 88.89 % (n=24) and a blank response of 11.11 % 
(n=3).
Interesting to note that 89% of women with endometriosis in this 
sample did not receive satisfactory advice on ways to cope with this 
condition.
Table 29 asked the question to female nursing staff with 
endometriosis about supportive services within the community. 
Women answered yes 3.70 % (n=1) and no 85.19 % (n=23).
Thus, it is noted that 85% of women with endometriosis in this 
sample did not acquire a reasonable amount of information on 
community supports available.
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6.4 The Statistical Analysis of the SF 36, LCB 14 and
the Symptoms Checklist
Section 6.4 illustrates the results obtained from the data collected 
from the SF 36, LCB 14 and the Condition Specific Questionnaire.
As discussed in the methodology section 5.12, women with and without 
endometriosis were classified into symptomatic and asymtomatic 
by using a likert scale in the condition specific questionnaire.
Those who scored 1-6 (frequently and occasionally) were deemed to be 
symptomatic and those who rated 7-10 (seldom and never) were deemed to be 
asymptomatic.
Statistical analysis (t tests) was completed using the statistical package 
SAS V6-12 for windows to undertake t tests. Mean values and p valves are 
shown to identify the statistical significance between compared variables.
The following tables demonstrate the t test analysis values significant at 
p< 0.05 with an asterisk.
Section 6.5 discusses the results obtained from the data collected
from the SF 36, LCB 14 and the Condition Specific Questionnaire in testing
the hypotheses begin examined in this research study.
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The Results of the Short Form General Health Survey (SF 36) data for Symptomatic versus Asymptomatic Women with  
Endometriosis.
Table: 30
Definitions of SF36 Dimensions.
□ Role Functioning emotional (RE) —Extent to which emotional problems interfere with work or other daily activities
□ Social Functioning (SF)-Extent to which physical health or emotional problems interfere with normal social activities.
a Mental Health (MH) -General mental health, including depression, anxiety, behavioural emotional control, general positive affect. (SF 36 Health Survey 
Scoring Manual, 1994)____________________________ ;________________________________________________________________________________________
A B C  ____________________
Symptom Mean Mean MH
Sym Asym
Painful Periods 21.7 26.3 0.2274
Painful Ovulation 19.9 25 0.0279*
Painful Intercourse 19.8 24.4 0.0307*
Abdominal Pain 20.4 26.8 0.001*
Lower Back Pain 21.1 25.4 0.089
Intestinal Symptoms 20.4 25.3 0.0204*
Heavy Bleeding 21.9 24.1 0.3822
Irregular Periods 21.5 24.7 0.2049
Premenstrual Symptoms 21.5 28.5 0.0001*
Fatigue 21.7 25 0.3776
Headaches 20.8 26.2 0.0099*
High Stress 20.6 27.8 0.0001*
Urinary Symptoms 19.7 23.5 0.1322
Feeling the Blues 20.3 27.7 0.0001*
Feeling Depressed 19.3 27.2 0.0001*
Symptom Mean Mean RE
Sym Asym
Painful Periods 4.8 5.3 0.5354
Painful Ovulation 4.7 5.2 0.4191
Painful Intercourse 4.5 5.6 0.0447*
Abdominal Pain 4.8 5.7 0.0485*
Lower Back Pain 4.9 5.7 0.0601
Intestinal Symptoms 4.5 6 0.0003*
Heavy Bleeding 4.7 5.2 0.4018
Irregular Periods 4.4 5.7 0.0113*
Premenstrual Symptoms 4.7 6 0.0008*
Fatigue 4.9 6 0.0006*
Headaches 4.9 5.7 0.0601
High Stress 4.8 6 0.0006*
Urinary Symptoms 4.2 5.5 0.0175*
Feeling the Blues 4.8 6 0.0005*
Feeling Depressed 4.5 0.0003*
Symptom Mean Mean SF
Sym Asym
Painful Periods 7.5 9 0.2867
Painful Ovulation 7 8.6 0.1016
Painful Intercourse 7.1 8.6 0.0652
Abdominal Pain 7.2 9.5 0.0016*
Lower Back Pain 7.3 9.5 0.002*
Intestinal Symptoms 6.9 9.6 0.0001*
Heavy Bleeding 7.5 8.5 0.3013
Irregular Periods 7.4 8.6 0.1991
Premenstrual Symptoms 7.4 10 0.0001*
Fatigue 7.6 9.5 0.0221*
Headaches 7.4 9.4 0.0044*
High Stress 7.3 9.8 0.0001*
Urinary Symptoms 6.5 8.6 0.025*
Feeling the Blues 7.2 9.8 0.0001*
Feeling Depressed 7 9.4 0.002*
Table 30 A,B,C shows the results of female nursing staff with endometriosis both symptomatic & asymptomatic compared with the 
dimensions: role emotional, social functioning and mental health of the SF36.lt is interesting to note women diagnosed with 
endometriosis, who were symptomatic demonstrated significantly lower mean scores than women who were asymptomatic.
P values displayed, significant results for abdominal pain, intestinal symptoms, premenstrual symptoms, high stress, feeling the blues 
and feeling depressed across all three dimensions when compared to asymptomatic women. This indicates that symptomatic women 
had ‘poorer health’ than their asymptomatic counterparts, as measured by these SF 36 subscales.
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Women Without Diagnosed Endometriosis Symptomatic and Asymptomatic compared with the Short Form General Health 
Survey (SF 36) data.
Table: 31
Definitions of SF36 Dimensions.
□ Role Functioning emotional (RE) —Extent to which emotional problems interfere with work or other daily activities
□ Social Functioning (SF)-Extent to which physical health or emotional problems interfere with normal social activities.
□__Mental Health (MH)-General mental health, including depression, anxiety, behavioural emotional control, general positive affect. (SF 36 Health Survey 
___Scoring Manual, 1994)
B
Symptom Mean Mean RE
Sym Asym
Painful Periods 5.2 5.3 0.4465
Painful Ovulation 5.2 5.3 0.3562
Painful Intercourse 5.1 5.3 0.1454
Abdominal Pain 5.2 5.3 0.371
Lower Back Pain 5.2 5.4 0.042*
Intestinal Symptoms 5.1 5.4 0.0034*
Heavy Bleeding 5.2 5.3 0.6958
Irregular Periods 5 5.3 0.0205*
Premenstrual Symptoms 5.1 5.6 0.0001*
Fatigue 5.2 5.7 0.0001*
Headaches 5 5.6 0.0001*
High Stress 5.1 5.7 0.0001*
Urinary Symptoms 5.1 5.3 0.3503
Feeling the Blues 4.8 5.7 0.0001*
Feeling Depressed 4.7 5.6 0.0001*
Symptom Mean Mean SF
Sym Asym
Painful Periods 8.2 8.7 0.0249*
Painful Ovulation 8 8.6 0.0008*
Painful Intercourse 8.2 8.5 0.1489
Abdominal Pain 8.1 8.6 0.0087*
Lower Back Pain 8.2 8.9 0.0001*
Intestinal Symptoms 8.2 8.7 0.0019*
Heavy Bleeding 8.2 8.6 0.038*
Irregular Periods 8 8.6 0.0473*
Premenstrual Symptoms 8.1 9 0.0001*
Fatigue 8.2 9.3 0.0001*
Headaches 8.1 8.9 0.0001*
High Stress 8.1 9.2 0.0001*
Urinary Symptoms 8.2 8.5 0.2242
Feeling the Blues 7.7 9.1 0.0001*
Feeling Depressed 7.4 9 0.0001*
Symptom Mean Mean MH
Sym Asym
Painful Periods 23.9 23.8 0.078
Painful Ovulation 22.6 23.8 0.0116*
Painful Intercourse 22.2 23.9 0.0067*
Abdominal Pain 23.1 23.9 0.0202*
Lower Back Pain 22.9 24.8 0.0001*
Intestinal Symptoms 22.6 24.5 0.0001*
Heavy Bleeding 22.9 24.1 0.0065*
Irregular Periods 22.4 23.9 0.0067*
Premenstrual Symptoms 22.7 25.3 0.0001*
Fatigue 22.8 26.1 0.0001*
Headaches 22.7 24.7 0.0001*
High Stress 22.6 25.9 0.0001*
Urinary Symptoms 22.1 23.8 0.0022*
Feeling the Blues 21.5 25.6 0.0001*
Feeling Depressed 20.6 25.4 0.0001*
Table 31 A,B,C shows the results of female nursing staff without endometriosis compared with the dimensions: role emotional, social 
functioning and mental health of the SF36. It is interesting to note women without a formal diagnosis of endometriosis who were 
symptomatic, demonstrated significantly lower mean scores than women who were asymptomatic. P values displayed, significant 
results for lower back pain, intestinal symptoms, Irregular periods, premenstrual symptoms, fatigue, headaches, high stress, feeling 
the blues and feeling depressed across all three dimensions. Therefore, this may indicate, that the women who experienced 
symptoms of endometriosis in this sample, may have endometriosis, however they may not have received a formal diagnosis.
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Control of Behaviour (LCB 14) data. Women with endometriosis in this sample who were symptomatic demonstrated, higher mean 
scores, than, asymptomatic women. P values displayed significant results in several symptoms, which demonstrate self not in control 
and need others help for control. These include Painful Periods, Lower Back Pain, Headaches, Urinary Symptoms and Feeling the 
Blues. This indicates that women with endometriosis who are symptomatic are inclined to have a more external rather than internal 
locus of control.
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Control of Behaviour (LCB 14) data. Women without endometriosis who were symptomatic demonstrated higher mean scores, than, 
asymptomatic women. It is interesting to note, that, women who were symptomatic, without having a formal diagnosis of 
endometriosis in this sample, displayed significant results in several symptoms associated with having endometriosis including Painful 
Intercourse, Abdominal Pain, Lower Back Pain, Intestinal Symptoms, Heavy Bleeding, Irregular Periods, Premenstrual Symptoms, 
Fatigue, Headaches, High Stress, Urinary Symptoms, Feeling the Blues and Feeling Depressed. This indicates that women without 
endometriosis who are symptomatic are inclined to have a more external rather than internal locus of control.
T h e  S h o rt Form  G en era l H ealth  S u rvey  (S F  36) data  fo r  W o m en  W ith  and  W ith o u t E n d o m etrio s is  w h o  are  
A sy m p to m a tic ,
Table: 34
Definitions of SF36 Dimensions.
□ Role Functioning emotional —Extent to which emotional problems interfere with work or other daily activities
□ Social Functioning-Extent to which physical health or emotional problems interfere with normal social activities.
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Table 34 A,B,C shows the results of Women With and Without Endometriosis who are Asymptomatic compared with the dimensions: 
role emotional, social functioning and mental health of the SF36. Significant values were demonstrated in each dimension. It is 
interesting to note women with and without endometriosis who were asymptomatic demonstrated significant results for premenstrual 
symptoms, high stress and feeling the blues across all three dimensions role emotional, social functioning and mental health. 
Therefore, women with and without endometriosis in this sample who were asymptomatic demonstrated similar mean scores. This 
indicates that asymptomatic women with and without endometriosis experienced similar negative symptoms in this sample.
T ab le : 35
T h e  L o cu s  o f C o n tro l o f  B eh av io u r (L C B  14) da ta  fo r  W o m en  W ith  an d  W ith o u t E n d o m etrio s is  w h o  are  
A s y m p to m a tic .
Definitions of LCB 14.
□ Factor 1 -Self not in control.
□ Factor 2-Random factors in control.
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Table 35 shows the results of Women With and Without Endometriosis who are Asymptomatic compared with the Locus of Control of 
Behaviour (LCB 14) data. Women in this sample displayed significant results in several symptoms associated with random factors in 
control. These include Painful Periods, Painful Intercourse, Abdominal Pain, Heavy Bleeding, Premenstrual Symptoms, Fatigue and 
High Stress. This indicates that both groups of women with and without endometriosis who are asymptomatic had a more internal 
locus of control.
6.5 Results of Hypotheses Testing
i .  That w om en w ho are diagnosed with endom etriosis, an d  who  
are experiencing sym ptom s o f  the illness, w ill experience  
m ore psycholog ica l distress than those with endom etriosis but 
w ho are asym ptom atic.
The results from the SF 36, LCB 14 and the Symptoms Checklist 
demonstrate that there is a significant relationship between women 
with endometriosis who are symptomatic and the level o f 
psychological distress they experience as compared to women who 
are asymptomatic (see 6.4 o f the results' section, Tables 30 & 32).
2. That there w ill be no difference in the level o f  psychological 
distress between wom en who are asym ptom atic with  
endom etriosis and wom en w ho are not known to have  
endom etriosis
The results from the SF 36, LCB 14 and the Symptoms Checklist 
confirm the correlation between women who are asymptomatic of 
endometriosis as compared to women who are not known to have 
endometriosis and that they have no difference in their level o f 
psychological distress (see 6.4 o f the 'results' section, Tables 34 &
9A
35).
3. That f o r  w om en with sym ptom s o f  endom etriosis there is a
difference in the health locus o f  control in those w om en who  
are able to m anage their condition .
The results from the LCB 14 and the Symptoms Checklist illustrate 
the link between women with symptoms o f endometriosis, women 
who are symptomatic o f endometriosis, and that there is a difference 
in the health locus o f control in those women who are able to manage 




7.1 Issues Related to Demographics
The demographic profile o f the sample population, (female nursing 
staff from the Illawarra Area Health Service with and without 
endometriosis) demonstrates that the mean age between was 40/44 
years. Background demographics also show the percentage o f female 
nursing staff diagnosed with endometriosis who were surveyed, 
gradually increased with age, which is possibly linked to infertility 
and late diagnosis o f this condition. Other demographics, which 
offered interesting findings for consideration, were level o f schooling, 
marital status, employment and level o f seniority in nursing.
Schooling results show that women with endometriosis in this sample 
had a higher percentage 59.26% (n=T6) o f academic achievement at 
university level compared to women without 42.15% (n=188) 
endometriosis (see section 6.2.1 of the results section',Table 1.2). 
Employment results show that women with endometriosis in this 
sample held a higher percentage of full time positions in comparison
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to women without endometriosis, and that women without 
endometriosis had a higher part time position occupancy (see section 
6.2.1 o f the results section', Table 1.4). Nursing position level 
analysis revealed that more women with endometriosis in this sample 
were in management 29.63% (n=8) and clinical education roles 
18.52% (n=5) as compared to women without endometriosis 
(Management 12.11% (n=54) and clinical education roles 16.59% 
(n=74) respectively) (see section 6.2.1 o f the 'results section', Table
I . 5).
The last variable, marital status, demonstrates that women with 
endometriosis in this sample had a higher percentage o f defacto 
relationships 14.81% (n=4) and separation 7.41% (n=2) or divorced
I I .  11% (n=3) compared to women without endometriosis (Defacto 
relationships 5.61% (n=25) and separation 4.48% (n=20) or divorced 
7.40% (n=33)) (see section 6.2.1 o f the 'results section', Table 1.3). 
With the above data, it could be argued that women with 
endometriosis in this sample had focused on their professional and 
academic achievements. This may in turn be related to their 
difficulties in conception, infertility, inability to commit to a 
permanent affectionate relationship due to the debilitating effects o f 
this chronic condition and or poor support from spouse / partner. All
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o f these variables may increase a woman’s sense o f personal cost if  
the woman wanted children or that the symptoms associated with 
endometriosis became to taxing.
As Ballweg (1992,p.760) states endometriosis has
‘the power to destroy your dreams, your dreams o f a loving 
relationship with your husband or partner, your dreams of 
having children, your work goals, your dreams o f a healthy 
body, and your plans for building a financially secure and 
happy life’.
However, for some women, having endometriosis could be seen as an 
attribute. That is, women may choose to focus their personal and 
professional endeavours around not having children and shift their 
direction towards other life goals. For example career challenges, 
academic achievements and financial security. Hence the increased 
work related attributes o f the endometriosis group.
It could also be argued that women with endometriosis are more 
career and academically minded as a result o f the type o f personality 
presumably needed to enable women to live with this chronic 
condition and undertake very responsible work at the same time.
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Bernhard (1982,p.300) identified the profile o f the woman most likely 
to have endometriosis as ‘highly intelligent, high strung, anxious, 
driven, career orientated and has delayed becoming pregnant’.
This appears to match the endometriosis group in this sample.
7.2 Discussion of the Aims
The aims o f the study at the onset were to:
1. Identify symptoms most commonly effecting the lives of 
women with symptoms o f endometriosis.
2. Identify the information given to or shared with women when 
first diagnosed with endometriosis.
3. Examine the effects o f endometriosis on the social and 
emotional well-being o f women with endometriosis.
4. Identify information, which allows for the development o f 
effective treatments for women with endometriosis.
5. Identify individual health locus o f control behaviours, which 
may reduce psychological distress in women with 
endometriosis.
Each o f the aims are discussed below including summaries o f major
findings and a brief overview o f recommendations which are
discussed in Section 8 ‘Implications for further research’.
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Iden tify sym ptom s m ost com m only effecting the lives o f  
w om en with sym ptom s o f  endom etriosis.
As discussed in the ‘Methodology Section’ 5.12.2, a judgment was 
made by the researcher to classify women as being symptomatic and 
asymptomatic o f endometriosis by using the Likert scale in the 
condition specific questionnaire. Symptomatic women were grouped 
from 1-6 (frequently and occasionally suffered symptoms) and 
asymptomatic were grouped 7-10 (seldom and never as above). This 
decision came about after an extensive literature review. Searching 
for a definition o f what makes a woman symptomatic or 
asymptomatic with endometriosis the conclusion was reached that the 
literature does not provide this information. The search did show that, 
approximately 20-25 % of women are said to be asymptomatic (Biley 
1995;Buckman 1994;Bemhard 1982) which highlights the difficulty 
o f formatting a set o f symptoms, which defines asymptomatic and 
symptomatic endometriosis.
Further, as Buckman (1994,p.49) states, 'some symptoms may 
strongly suggest the presence o f endometriosis, but none are 
pathognomonic of the disorder'. In other words none of the 
symptoms, which may present, are conclusive in the diagnosis o f 
endometriosis. Hence, as stated above, the criteria for the subgroups
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was based on whether or not women themselves reported that they 
were suffering specific symptoms indicative o f endometriosis or not.
From the descriptive results correlated from the symptom checklist 
and from the data on ‘living with endometriosis’ the following results 
were found. The results from the Symptoms Checklist show that, 
from a descriptive perspective, women with endometriosis scored 
notably higher than women without endometriosis in terms o f the 
incidence o f painful periods, abdominal pain, intestinal symptoms* 
heavy bleeding with periods, irregular periods, premenstrual 
symptoms, fatigue, headaches, high stress, feeling the blues and 
feeling depressed (see 6.2.2 o f the results'section, Tables 2-19). 
Whilst these symptoms are not life threatening, all o f them have 
serious negative effects on the quality o f a woman’s life and if  
considered collectively, could assist a local medical officer 
to consider endometriosis as a diagnosis.
Further, it is interesting to mention that in both groups (with and 
without endometriosis), the incidence o f reported lower back pain 
was high, though slightly more elevated in women with endometriosis 
(see appendix 3 for Tables 3.3 and 3.4. and 6.3.1 o f the results' 
section for Tables 30,31, 32 & 33). As this sample examined nursing
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staff only, it may be the case that these back symptoms were related 
to occupation rather than the condition itself.
Women in this study reported that there was a prolonged length of 
time between the emergence o f these symptoms and the diagnosis o f 
endometriosis (see 6.3 o f the results section and appendix 3.1, Figure 
3). The most common time interval was greater than 24 months which 
supports the findings of other surveys. This is due in part to the fact 
that the presentation o f symptoms is often vague and sparse in nature, 
and often ambiguous in terms o f diagnosis (Carlton 1996). That is, 
some women are symptomatic while others are asymptomatic.
Once a definitive diagnosis has been made the sites o f endometriosis 
can be documented for the planning o f treatment and as a monitor o f 
the progression or regression o f the disease. The most common sites 
for women in this sample were the Ovaries and Pouch o f Douglas 
followed by multiple organ involvement including broad and round 
ligaments (see results' section 6.3 and appendix 3.1 for Figure 6). 
Figure 6 illustrates how endometriosis can encompass multiple 
systems and may therefore have a direct relationship on insidiously 
disrupting a woman’s daily life. That is, women may have to endure 
the displeasure o f other discomforts, which endometriosis can cause
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when effecting other systems in the body. These may include: 
backache. Constipation, diarrohea, haematuria, painful and frequent 
micturition and pain on defecation.
Generally, women present with symptoms, which are not 
specifically indicative o f endometriosis and this in turn may lead to a 
misdiagnosis o f the condition. Therefore, with these results in mind 
and noting the fragmentation o f health care women have to endure 
(Carlton 1996;Weistein 1988) the need for education re this insidious 
condition for both medical practitioners and women becomes 
apparent. Therefore, a sensitive general practitioner should 
look closely at the presentation o f symptoms, family history and the 
women’s emotional well-being and give consideration to the 
possibility that the woman may have endometriosis rather than say 
premenstrual tension (PMT) or non specific menorrhagia. It is 
therefore suggested that the condition specific questionnaire be 
modified to assist the general practitioner and women’s health 
providers in hastening an earlier preliminary diagnosis o f 
endometriosis.
The modified questionnaire would include:
♦ The Symptoms Checklist as used in this study
♦ An overview o f any gynaecological problems
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♦ Chronic pain
♦ Family history o f endometriosis
This brief questionnaire would be given to women experiencing 
symptoms indicative o f this condition by the General Practitioner to 
facilitate early referral / intervention.
To review the important points made in A im l, the Symptoms 
Checklist shows that, from a descriptive perspective, women with 
endometriosis scored notably higher than women without 
endometriosis in terms o f the incidence o f painful periods, abdominal 
pain, intestinal symptoms, heavy bleeding with periods, irregular 
periods, premenstrual symptoms, fatigue, headaches, high stress, 
feeling the blues and feeling depressed (see 6.2.2 o f the 
results'section, Tables 2-19). From the above symptoms it is noted 
that there are a vast diversity o f symptoms women with endometriosis 
may endure. Therefore, it is necessary to highlight the difficulties 
health providers and women experience in making / obtaining a 
possible early diagnosis. Further, it is suggested that when the 
General Practitioner has collated all the information given to him / her 
by the woman, and this suggests the presence o f endometriosis then 
the General Practitioner should refer the woman to a gynaecologist. 
Whilst it will remain difficult for a General Practitioner to recognize
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the fragmented symptoms presented by the woman with this 
condition, (For example some women may present with 1 or 2 
symptoms or all o f the 15 listed in the symptoms checklist), education 
re the need to make an early referral to a specialist is essential if  
negative effect are to be minimized.
Similarly women need education re their need to be referred early and 
this intum empowers / encourages active ownership by the women 
regarding their treatment programs rather than passive acceptance.
To conclude, it is recommended that a modified version o f the 
condition specific questionnaire be used to assist in early referral / 
intervention for women experiencing symptoms which could be 
related to endometriosis.
2. Iden tify the inform ation given  to or shared  with wom en  
w hen f ir s t  d iagnosed with endom etriosis.
A point o f interest to be discussed in relation to this aim is family 
history and endometriosis.
Further, the data collated, regarding the information women received 
when first diagnosed with endometriosis, highlighted the need for
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information dissemination to the general practitioner, the specialist, 
the women’s health advisor and women in general.
The results concerning the paucity o f the information given to women 
who had been diagnosed with endometriosis regarding the condition, 
long term problems and social supports available were not suprising 
in that only 59.26% of women with endometriosis had been given 
even a description o f their illness (see results' section 6.3.1 for 
Tables 22-29). Such poor disclosure o f information could hinder the 
process o f acceptance in respect to chronic illness and the 
management o f this condition (see results' section 6.3.1 for Tables 
23-29).
As noted previously, most women who are diagnosed with 
endometriosis feel that once they can put a label (diagnosis) to then- 
condition this helps as they know they are not imaging their condition 
and can say, T hurt but there’s a reason. I’m not nuts’ (Ballweg 
1992,p.759) or ‘on a gut level, I knew something was wrong, but I did 
not have a name for it’ (Berstein 1995,p.56). For women this is a stage 
in psychological healing.
O f interest, a large majority o f women in this sample answered no to 
receiving adequate information on the long term effects o f the illness 
(70.37%), alternative treatments and side effects (70.37%), other
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diagnostic tests (55.56%), psychological information (88.89%), 
emotional aspects (88.89%), ways o f coping with the illness 
(88.89%), and support services available within the community 
(85.19%). Possible implications o f this, are, that women who are not 
informed o f the potential short and long term problems associated 
with the diagnosis o f a chronic illness like endometriosis, walk away 
uninformed o f the intrusive nature o f chronic illness and the lifestyle 
changes which may be required to live with this condition. For 
example remain compliant with medication regimes, to the disease 
course and make a concerted effort to normalize her life to prevent 
social isolation and self destructive behaviours, which may manifest 
as depression, low self esteem and mood disorders (Walker & Shaw 
1995; Edelmann & Low 1991).
The above highlights, firstly the lack of information given to these 
women when diagnosed with endometriosis. The data suggests that 
information dissemination was not adequate and that many women in 
this study with endometriosis had a poor understanding o f the 
condition. It is suggested that secondly, multidisciplinary health 
professional teams participate in regular educational updates. This can 
be successfully achieved through in-services, conferences and current
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research to provide best practice. Further, public awareness is 
imperative, to enable women to seek information and medical advice 
where appropriate (see results' section 6.2.1 Tables 1.1, 1.2, 1.3, 1.5 
and section 6.2.2 Tables 15,19,22-29, section 6.4 Table 30, Appendix 
3.1 for Figure 1,2,3,4,9,10 for detail).
It is therefore important that women with endometriosis receive 
adequate information and support from their doctor, family and 
friends and support groups all o f whom will assist the women to take 
control and be empowered to adopt and maintain a healthy and 
positive outlook on life.
It has been stated that researchers have identified that the first 
obstacle in obtaining a preliminary diagnosis and proper care for 
endometriosis can usually be traced to the difficulty these women had 
in getting a doctor to recognize their symptoms (Carlton 1996). 
Usually after years o f suffering on the part o f the woman, the 
woman’s doctor may suggest that it is part o f her normal menstrual 
cycle (Carlton 1996). However most women, who are diagnosed and 
who are symptomatic o f endometriosis feel that once they can put a 
label (diagnosis) to their condition, they feel less depressed, as they 
know they are not imaging their condition (Berstein 1995;Ballweg
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1992). Therefore a modified version o f the condition specific 
questionnaire- “Living with Endometriosis”, could hasten an earlier 
diagnosis and offer therapeutic options for living with endometriosis. 
The obtaining o f a formal diagnosis requires that the woman undergo 
a surgical procedure known as a laparoscopy (see results' section 6.3 
and appendix 3.1 for Figure 5). This surgical procedure is the only 
way to confirm the existence o f the disease. The results show that 
women diagnosed with endometriosis often had a history o f their 
mother / or aunt having endometriosis. It is noted that some o f the 
subjects in the asymptomatic group had a family history o f their sister 
having endometriosis (see results' section 6.3 and appendix 3.1 for 
Figure 2). Therefore women without endometriosis, in this sample, 
whilst being asymptomatic could have endometriosis . It is suggested 
therefore that women with a family history o f endometriosis should 
be advised o f their risk status. Finally, the literature notes the lack of 
information concerning the condition, long term problems, social 
supports available and the support for mutual participation in 
initiating treatment lines for women with endometriosis (see Tables 
22-29).
whilst being asymptomatic could have endometriosis. (Malinak et al 
1980) It is suggested therefore that women with a family history of
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endometriosis should be advised o f their risk status. The results o f 
this study suggest that it would be in the interest o f all women to be 
asked by the general practitioner if  they have a family history o f 
endometriosis. This would encourage the general practitioners / 
specialists to consider this condition earlier, but also those women at 
risk (see results' section 6.3 and appendix 3.1 for Figure 1). This 
information could ‘influence the choice o f contraception, the timing 
o f a pregnancy, and the extent to which aggressive diagnostic 
approaches (e.g.laparoscopy and curettage) would be appropriate’ 
(Malinak et al 1980,p.332).
To review the important points made in aim2, it is noted that women 
need to be given information on living with endometriosis.
This includes information on the chronicity o f the condition including 
the potential o f multiple systems involvement, the insidious nature of 
this disease, social supports available and that women require a 
holistic approach to diagnosis and treatment..
It is also noteworthy a family history o f endometriosis may be an 
important consideration when investigating women for the potential 
diagnosis o f endometriosis.
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3. E xam ine the effects o f  endom etriosis on the socia l and  
em otional well-being o f  wom en with endom etriosis,
The data collected regarding the social and emotional well-being of 
women with endometriosis, highlighted significant results including 
feeling the blues and feeling depressed, over the three dimensions of the 
SF 36. That is role-emotional, social functioning and mental health. 
These results are noteworthy as they illustrate well the social and 
emotional turmoil women with endometriosis may experience.
Women living with any chronic illness can experience emotional chaos. 
In turn, this may alter the way in which they psychologically deal with 
the diagnosis and the long-term lifestyle changes related to living with 
that chronic illness. In this sample of women, results show that 
adjustment to living with endometriosis was not seen to be an issue 
(see 'results' section 6.3 and appendix 3.1 for Figure 9) in that they 
33.33% (n=9) claimed to be adjusted to living with this condition.
This may be because these people were adjusted and self aware and 
therefore answered the question honestly. On the other hand however 
it could be the impact o f locus o f control, of self awareness or of 
social desirability. That is, they may have been affected by an internal 
locus of control and therefore claimed to be adapted; in terms of self 
awareness they may not have been well adapted but not realised this 
was the case. While in terms of social desirability, they may have said
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they were well adjusted because they felt this was the ‘right’ thing to 
say. It may also be that this was the case for this sample o f women 
because they were all nurses. Further, the respondents would have all 
had prior experience answering questionnaires in a positive way 
socially desirable manner.
In this study, sexual and emotional issues were the areas of greatest 
impact self reported by the ‘women with endometriosis group’ (see 
results' section 6.3, 6.3.1 Tables 26 and 27, and appendix 3.1 for 
Figure 10).
Data from (Tables 26 and 27 see results section) indicates that little 
information re sexual and emotional issues was given to participants. 
These issues may not have been as important to this particular group 
o f respondents (female nurses in the IAHS) as they were nurses 
working in a variety o f specialty areas. However, it should not be 
assumed that they all have a knowledge base equivalent to that o f a 
specialist in woman’s health issues. Therefore, adequate information 
needs to be given to all women diagnosed with endometriosis.
The descriptive results demonstrate the emotional, social and 
psychosocial impact that woman with endometriosis experience and it 
is noted here that the literature review further supports this (see for 
example Gamer 1997;Ballweg 1992;Weinstein 1988).
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The latter section highlights the social and emotional upheavals 
women with endometriosis experience as they adjust to a life with 
this chronic illness (see section 2.7 o f the' literature review’). The 
present study also identified a number of other effects endometriosis 
has on a woman, both from a social and emotional viewpoint. For 
example, the descriptive results demonstrate the psychological, social 
and physical disruption women with endometriosis endure as they 
look for a diagnosis, optimal treatment plan and support for their 
debilitating symptoms, which further heightens the social and 
emotional lability of women with endometriosis (see the results' 
section 6.3, Tables 2-21,23,26-29 and appendix 3.1 for Figures 
3,6,10).
To re-iterate the important points made in aim 3, it is essential to 
emphasise the need for chronic illness and psychological distress to 
be considered concurrently. Information on all aspects o f living with 
endometriosis need to be discussed with women especially sensitive 
areas regarding sexual issues, social support and the emotional 
lability including the common experiences of feeling depressed and 
feeling the blues.
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4. Iden tify  inform ation , which allows f o r  the developm ent o f  
effective treatm ents f o r  wom en with endom etriosis.
Treatment for women with endometriosis is determined by several 
factors. These include ‘age, desire for childbearing, severity of 
symptoms, sites o f lesions and extent o f the disease’ (Berhard 
1982,p.301). The most common form o f medical treatment offered to 
participants in this study was hormone therapy and oral contraception 
(see ' results' section 6.3 and appendix 3.1 for Figure 7). These 
treatments are designed to slow the progression o f the disease and 
prevent new endometrial tissue from developing. The preference for 
hormonal medication rather than surgical intervention is not suprising 
given the latter is not invasive intervention, however it does not 
guarantee relief from symptoms. For those who had the surgical 
option the relief o f symptoms scale showed gravitation to each end of 
the poles o f the scale. That is - ‘no relief ’ 11.11% (n=2) and 
‘completely’ relieved 11.11% (n=2) (see results' section 6.3 and 
appendix 3.1 for Figure 8). This suggests that women either 
responded well or poorly to the surgical treatment undertaken for 
symptom relief. For women who do not respond well to surgical 
intervention, medical treatment offers the only other option. An 
interesting result is that o f ‘no surgery’ which totaled 37.04% (n=10).
no
This result may have that either the women:
♦ Did not accept the surgical option or,
♦ Were not advised regarding treatment options.
However, as noted previously, the fact remains that managing the 
condition by either surgery or medical intervention remains a 
dilemma for both the woman and her health practitioner (Biley 1995; 
Buckman 1994). It is suggested that the later is partly due to the 
constant introduction o f new medical and surgical interventions and 
idiosyncratic responses of each woman.
The literature to support the aim 4 discussed in section 2.7 and 3.1 to 
3.6 emphasizes that effectual coping is achieved when a woman is 
accepting o f her condition. Therefore, it is suggested that adaption to 
chronic illness (including psychological acceptance) is very important 
and sensitive counselling and education needs to be offered soon after 
a diagnosis has been confirmed (Goodheart 1997). This will, to a 
greater extent, enable the woman to be self empowered in coping with 
her condition. However, the descriptive results illustrate that the 
women in this study with endometriosis were not given adequate 
information as to the impact this chronic illness and its treatments 
may have on their daily level o f functioning and ability to cope (see 
6.3.1 o f the results' section, Tables 23 to 29). Whilst more than half
in
o f the women in this sample claimed to be fully adjusted to living 
with this condition (as measured by the frequency distribution scale) 
26 % o f women rated in the middle o f the scale, and 4 % said they 
had not adjusted at all. However, it can be argued that the 56 % of 
women in this sample who reported that they were frilly adjusted to 
this condition may not have been as ‘adjusted’ as they believed 
themselves to be. The analysis performed in Tables 30 and 32 
demonstrate significant results in several areas including negative 
social and emotional effects o f endometriosis and that they found 
dealing with these symptoms difficult. This suggests that all women 
need to be targeted through education, counselling and lifestyle 
changes in order to progress toward the fully adjusted end o f the 
continuum.
To review the important points made in reference to aim 4, it is 
meaningful to emphasise that early diagnosis, treatment and 
management o f the condition are important, if  the effects o f this 
condition are to be less debilitating.
112
5. Iden tify individual health locus o f  control behaviours, which  
m ay reduce psychological distress in wom en with  
endom etriosis.
The results o f this research show that women with endometriosis scored 
higher on the LCB 14, (which indicates an external locus of control) 
compared to women without endometriosis, (which indicates an internal 
locus of control) (see 6.4 of the 'results' section, Table 32). These 
results demonstrated ‘self not in control’ and ‘need others help for 
control’ (LCB 14) for women with endometriosis, who are symptomatic. 
However, it is suggested that whilst it is important that a woman with a 
chronic illness recognizes that there are external factors influencing her 
health she needs, at the same time to develop a positive attitude and 
coping behaviours (Wichowski and Kubsch 1997).
The concept of locus of control has many implications for women with 
chronic illnesses like endometriosis and other aspects of women’s 
health. As Christensen et al (1991,p.423) states ‘health locus of control 
can play an important role as a moderator of patient adjustment to 
chronic illness’. Healthcare workers can also use this measurement scale 
to identify those at risk of relapse related to non compliance and 
endeavor to develop strategies which will help prevent relapse from 
occurring (Craig, Franklin and Andrews 1984). This measurement scale 
identifies those at risk of psychological / behaviour relapse after
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treatment by measuring prior to the treatment therapies, then re 
measuring after the treatment plan to see if  there is a change in 
perception o f personal control as measured by the present LCB scale. 
This is the first strong indicator o f those persons who are at risk o f 
relapse. Therefore, it is argued that health professionals need to gain a 
greater understanding of women’s health locus of control by using 
appropriate measurement tools, and that this will facilitate the ‘use o f 
more individualized plans that address the patients coping styles, sick 
role definition, learning patterns, problem solving, and preventive health 
care techniques’ (Kuehn & Winters 1994, p.331).
To review the important points made in aim 5, it is noted that the 
effects on the well being o f a woman with a chronic illness such as 
endometriosis is complex and often misunderstood. It is suggested 
that recognition and acceptance o f living with a chronic illness is not 
always adopted and therefore maladaptive or destructive behaviours 
may surface. Hence, acknowledgment will facilitate change from the 
woman being overwhelmed by the symptoms to a more constructive 
approach to coping. Further through empowerment, this positive 
change will assist the woman in developing a sense of being able to 
master her life situations.
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7.5 Discussion of Other Findings Which 
Surfaced During Statistical Analysis
It is noteworthy, that women who were symptomatic without a formal 
diagnosis o f endometriosis, demonstrated significantly higher results 
for lower back pain, intestinal symptoms, irregular periods, 
premenstrual symptoms, fatigue, headaches, high stress, feeling the 
blues and feeling depressed across the three dimensions role 
emotional, social functioning and mental health of the SF 36 than 
woman without endometriosis who were asymptomatic. From these 
results it is suggested that there may be a number of women in this 
sample who had not sought medical assistance in respect to these 
symptoms and therefore no formal diagnosis had been made but who 
in fact had endometriosis. This may be related to whether women 
believe these symptoms are normal menstrual discomforts. However, 
as this sample examined nursing staff only, it may be that many of the 
above symptoms arise from the high stress, high manual handling and 
irregular hours worked by nurses, (see 6.4 of the results' section, 
Table 31).
Therefore, further research into the health status of women such as 
nurses as compared to non professional participants would be useful. 
As noted previously Bernhard (1982) identified that women most
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likely to have endometriosis are ‘career orientated and have delayed 
becoming pregnant’. The latter would, for many o f the professional 
women meant that common menstrual symptoms, such as backache 
and fatigue would not have been investigated.
In summary, the main issues o f concern discussed in the aims above 
are:
1. The need to develop and have accepted by General Practitioners a 
questionnaire which would assist them in making a early rather 
than later diagnosis o f endometriosis.
2. Education o f other health professionals, in particular women’s 
health nurses, to recognize that early referral to a specialist would 
negate and minimise many o f the negative physical, psychological 
and social effects this condition may have both on the woman 
herself and her significant others such as partners, children and 
work colleagues.
3. To develop education programmes which would empower 
women, with this condition, to take an active and informed role 
regarding their care rather than a passive and uninformed one.
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Implications for Further Research and 
Conclusion
The results o f this study provide useful information for health 
discipliniares and advocates o f women’s health in promoting, 
planning and implementing care for women with endometriosis and 
women’s health needs generally. The findings of this research, along 
with the reviewed literature, emphasize that an holistic approach to 
women’s health needs must be the goal o f all health care 
professionals.
In particular nurses are in a unique position across many settings of 
women’s health to facilitate a family centred approach to care and 
promote self empowerment.
Ultimately, multidisciplinary access will assist women and their 
families to integrate chronic illness into a life plan, and it is suggested 
that this will decrease the oscillating wave of emotion women with 
endometriosis may experience as they adjust to a life with chronic 
illness. In addition, this multidisciplinary approach to women’s health 
care has significant implications for women’s health practice,
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education and research in providing options for women living with a 
chronic illness such as endometriosis.
This study raises important questions from both the results and the 
literature review, and it is argued that these questions prompt a need 
for future research into endometriosis. Specifically:
1. A replication o f this research using a random sample o f the 
general population to indicate generalisability o f the findings of 
this study.
2. When considering the range o f vague symptoms women 
may present with to their general practitioner, it is 
understandable why endometriosis is difficult to follow and 
arrive at a preliminary diagnosis. However, it needs to be 
pointed out that the fragmentation o f health care women have 
to endure does not assist women to be empowered to follow 
through with their discomforts for investigation. It has been 
noted by researchers that the first obstacle can usually be traced 
to the difficulty these women have in getting a doctor to 
recognize their illness. Usually, after years of suffering on the 
part o f the woman, her doctor may suggest that it is part of her 
normal menstrual cycle. Thus, women are told to ‘get on with
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their lives or get pregnant, or that they suffer from 
depression, anxiety or Munchausen’s syndrome’ (Carlton 1996, 
p.512). Therefore, a sensitive general practitioner who is 
generally interested in the total wellbeing of a women should 
look a little closer at the presentation of symptoms, and not just 
hand out a prescription for anti depressants, prescriptions for 
pain relief or encourage the woman that having a baby will 
help her problem. It is therefore suggested that the condition 
specific questionnaire be modified to assist the general 
practitioner and women’s health providers in hastening an 
earlier preliminary diagnosis o f endometriosis, which will 
enable early referral / intervention for women experiencing 
symptoms o f the condition. Also this modified tool may be 
useful, especially the symptoms checklist using a Likert Scale, 
for specialist consultants in monitoring discomforts associated 
with this condition, in individualizing treatment needs and 
referrals to other health disciplinaries including psychologists 
and community support services.
3. Research into adaptive and maladaptive behaviours in women 
with endometriosis merits further investigation. These key 
behaviours and coping strategies may offer new insight into
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long term personalized treatment plans and promote self 
advocacy to coping with chronic illness like endometriosis.
4. Research into personality traits o f women with endometriosis 
and investigation o f the relationship this may have on then- 
ability to manage the condition proactively is warranted. This 
research gives rise to questions such as why some women in 
this sample interpret illness as they do compared to other 
women and the relationship to a particular personality type. 
This suggestion for further research became apparent from the 
literature review as variables for consideration (see Chapter 2 
and 3; Low and Edelmann 1991).
5. Further research into what is effective social support and 
exploration o f the direct impact this has on women with 
endometriosis in terms of psychological and physical health is 
warranted because social support influences the way in which 
women adapt to illness and facilitates integration o f chronic 
illness into daily life.
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6. Further research into the relationship o f Psychological Distress, 
Locus o f Control and Self Compliance would be useful in the 
assessment o f a woman’s adjustment to chronic illness and 
compliance to treatment therapies.
7. The literature review discussed “Career Woman’s Disease” 
as a possible direction for further research. The apparent 
variables may include age, marital status, schooling and 
education level, personality traits and infertility (see Chapter 2; 
Bernhard 1982).
The aim o f this research project has been to investigate the distress 
associated with endometriosis and the effects this has on living with a 
chronic illness. The review o f literature revealed few studies have 
investigated the psychosocial and emotional effects o f endometriosis. 
However some have made reference to the impact this chronic illness, 
and its treatments, have on a woman’s daily level o f functioning and 
her ability to cope. This study identified a number o f factors which 
highlight the impact endometriosis has on a woman both from a 
psychosocial and emotional perspective. These would include feeling 
depressed, feeling the blues, high stress and fatigue.
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locus o f control
variables which indicate significantly that women with endometriosis 
who are symptomatic are inclined to have a more external locus of 
control rather than internal and women with endometriosis who were 
symptomatic in this sample had ‘poorer health’ than their 
asymptomatic counterparts.
The need for research into the psychological aspects o f 
endometriosis remains, and this hastens the need for further 
research both qualitative and quantitative. This research offers one 
more piece in a very complex jigsaw, demonstrating the need to 
recognize the complexity o f this condition including the spectrum of 
disabilities and the association between the physical and psychosocial 
aspects o f endometriosis. Health professionals working in the area o f 
woman’s health need to facilitate self advocacy as a way o f coping 
and encourage women to be empowered to adopt and maintain a 
healthy optimal outlook on life.
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Questionnaire-Short Form Health Survey (SF 36)
-Health Locus o f Control o f Behaviour (LCB 14) 
-Illawarra Area Health Service Nursing Survey-Living 
with Endometriosis.
SIMPLY COMPLETE THE ATTACHED QUESTIONNAIRES AND FORWARD 
IT WITH THE TEAR OFF PORTION BELOW TO BE IN THE DRAW.
Approximate tim e to  com plete the questionnaire is 10 minutes.
ADDRESS YOUR INTERNAL MAIL ENVELOPE TO THE 
O & G UNIT (W ard 11 ) W OLLONGONG HOSPITAL. 
ATTENTION: Debbie Burrows
THESIS TITLE: ENDOMETRIOSIS
AN OSCILLATING WAVE OF EMOTION 
EMPOWERING W OMEN TO  GAIN CONTROL
This research is being conducted as part of a Masters of Science (Midwifery) Honors. Supervised by 
Associate Professor Kathy Eagar, Director of the Centre for Health Service Development, and Dr. Rhonda 
Griffiths, Department of Nursing, The University of Wollongong.
If you would like to discuss this research further please contact the researcher, Debbie Burrows, 
RN.CM.CCC. on ext. 5208 O&G unit Wollongong Hospital.
If you have any enquiries regarding the conduct of this research, please conduct the secretary of the 
University of Wollongong, Human Research Ethics Committee on (02) 42214457
Please note that by completing the questionnaires, you have voluntarily agreed to participate in my research.
The tear o ff sheet will be separated from the questionnaire and will be used for the draw only.
Tear o ff below
Name / P a y ro ll no. 
Phone ext.
f \J m in  su r s j
Endometriosis is an area of women’s health that has not been well researched from a 
psychological perspective.
Currently available research into endometriosis focuses on surgical 
opinions and drug treatment and makes only passing mention of 
the related emotional distress.
This study is designed to research social and emotional aspects of endometriosis.
It endeavours to identify:
• 1. Whether women with endometriosis experience social and emotional lability ,
• 2. What coping strategies may be effective when living with endometriosis,
• 3. Which health locus of control behaviours reduce psychological distress
The purpose is to develop treatment protocols, which will empower women to take more control of 
their lives.
The following questionnaire is made up of three parts:
1.SF 36 Short Health Survey
2. Health Locus of Control Questionnaire
3. Endometriosis Questionnaire
THE MOS 36-ITEM SHORT-FORM HEALTH SURVEY (SF-36)
INSTRUCTIONS: This questionnaire asks for your views about your health, how you feel 
and how well you are able to do your usual activities.
\
Answer every question by marking the answer as indicated. If you are unsure about how 
to answer a question, please give the best answer you can.






2. Compared to one year ago, how would you rate your health in general now?
(circle one)
Much better now than one year ago 1
Somewhat better now than one year ago 2
About the same as one year ago 3
Somewhat worse now than one year ago 4
Much worse now than one year ago 5
3. The following questions are about activities you might do during a typical day. Does 
vour health now limit you in these activities? If so, how much?










a. V igorous activities, such as running, 
lifting heavy objects, participating in 
strenuous sports 1 2 . 3
b. M oderate activities, such as moving a
table, pushing a vacuum cleaner, bowling, or 
playing golf 1 2 3
c. Lifting or carrying groceries 1 2 3
d. Climbing several flights of stairs 1 2 3
e. Climbing one flight of stairs 1 2 3
f. Bending, kneeling, or stooping 1 2 3
g. Walking more than one kilometre 1 2 3
h. Walking h a lf a kilom etre 1 2 3
i. Walking 100 m etres 1 2 3
j. Bathing or dressing yourself — 1 2 3
4. During the past 4 weeks, have you had any of the following problems with your work 
or other regular daily activities as a result of vour physical health?
(circle one number on each line)
YES NO
a. Cut down on the amount of time you spent 
on work or other activities 1 2
b. A ccom plished less than you would like 1 2
c. Were limited in the kind of work or other 
activities 1 2
d. Had difficulty performing the work or other 
activities (for example, it took extra effort) 1 2
During the past 4 weeks, have you had any of the following problems with your work 
or other regular daily activities as a result of any emotional problems (such as feeling 
depressed or anxious)?
(circle one number on each line)
t YES NO
a. Cut down on the am ount o f time you spent
on work or other activities 1 2
b. A cco m p lish ed  le ss  than you would like 1 2
c. Didn’t do work or other activities as
carefu lly  as usual - 1 2
6. During the past 4 weeks, to what extent has your physical health or emotional 
problems interfered with your normal social activities with family, friends, neighbours, 
or groups?
(circle one)
Not at all 1
Slightly 2
Moderately 3
Quite a bit 4
Extremely 5
7. How much bodily pain have you had during the past 4 weeks? (circle one)






8. During the past 4 weeks, how much did pain interfere with your normal work 
(including both work outside the home and housework?)
(circle one)
Not at all 1
A little bit 2
Moderately 3
Quite a bit 4
Extremely 5
9. These questions are about how you feel and how things have been with you during the 
past 4 weeks. For each question, please give the one answer that comes closest to the 
way you have been feeling. How much of the time during the past 4 weeks -








A Good  















a. Did you feel full of 
life?
1 2 3 4 5 6
b. Huve you been a very 
nervous person?
1 2 3 4 5 6
c. Have you felt so down 
in the dumps that 
nothing could cheer 
you up?
1 2 3 4 5 6
d. Have you felt calm 
and peaceful?
1 2 3 4 5 6
e. Did you have a lot of 
energy?
1 2 3 4 5 6
f. Have you felt down? 1 2 3 ' 4 5 6
g. Did you feel worn out? 1 2 3 4 5 6
h. Have you been a 
happy person?
1 2 3 4 5 6
i. Did you feel tired? 1 2 3 4 5 6
10. During the past 4 weeks, how much of the time has your physical health or emotional 
problems interfered with your social activities Qike visiting with friends, relatives, 
etc?)
(circle one)
All of the time 1
Most of the time 2
Some of the time 3
A little of the time 4
None of the time 5
11. How TRUE or FALSE is each of the following statements for you?
(Circle one number on each line)
D efin itely M ostly D on ’t M ostly D efin itely
True True K now False False
a. I seem to get sick a 
little easier than 
other people
1 2 3 4 5
b. I am. as healthy as 
anybody I know 1 2 3 4 5
c. I expect my health to /
get worse 1 2 3 4 5
d. My health is excellent 1 2 3 4 5
lcb-14
L.C.B. SCALE
DIRECTIONS: Below are a number of statements about how various topics affect your personal 
beliefs. There are no right or wrong answers. For every item there are a large 
number of people who agree and disagree. Could you please put in the appropri­
ate bracket the choice you believe to be true. Answer all the questions.
0 3 4 5
Strongly Generally Somewhat Somewhat Generally Strongly
disagree disagree disagree agree agree agree
1. I can anticipate difficulties and take action to avoid them .......................................... [ ]
2. A great deal of what happens to me is probably just a matter of chance......................[ ]
3. Everyone knows that luck or chance determines one’s future..................................... [ ]
4. I can control my problem(s) only if I have outside support......................................... [ ]
5. When I make plans, I am almost certain that I can make them work.......................... [ ]
6. My problem(s) will dominate me all my life............................................................... [ ]
7. My mistakes and problems are my responsibility to deal w ith................................... [ ]
8. Becoming a success is a matter of hard work, luck has little or nothing to do with it.[ ]
9. My life is controlled by outside actions and events ................................................... [ ]
10. People are victims of circumstance beyond their control .......................................... [ ]
11. To continually manage my problems I need professional help.................................... [ ]
13. I believe a person can really be the master of his fate.................................................. [ ]
16. Iam confident of being able to deal successfully with future problems......................[ ]
17. In my case maintaining control over my problem(s) is due mosdy to luck.................. [ ]
robin h/QRES/TROFF/lcb-14
Illawarra Area Health Service Nursing Survey - Living with Endometriosis
Instructions: Please tick (✓ ), circle (O) or provide the appropriate answer to the question.
Section 1- Background information about you.
1.1. Age CÜ)
(1 )<20 (2)21-24 (3)25-29 (4)30-34 (5)35-39 
(6)40-44 (7)45-49 (8)50-54 (9)55-59 (10)60>years
1.2. Schooling
What level of education have you completed?
(1) Secondary (2) HSC (3) Tertiary (4) University
1.3. Marital Status
(1) Never married (2) Married (3) Defacto 
(4) Separated (5) Divorced (6) Widowed
1.4. Employment
At the time of completing this questionnaire are you 
employed?
(1) Full time (2) Part time (3) Casual
1.5. Nursing Level
(1) Nursing Management (2) CCC/CNS
(3) Registered Nurse (4) Enrolled Nurse (5) Other
□1.6. Country of Birth
(1) Australia (2) Other English speaking country 
(3) Europe (4) Asia (5) Middle east region 
(6) Other, please specify:
Section 2 -  Symptoms checklist.
2.3. Painful Intercourse
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
Not Relevant Q
2.4. Abdominal Pain
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
Not Relevant Q l
2.5. Lower Back Pain
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
Not Relevant Û
2.6. Intestinal Symptoms, eg bloating,
constipation, diarrhoea, painful bowel 
movement.
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
Not Relevant Q
2.7. Heavy Bleeding with Periods
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
Not Relevant Q
2.8. Irregular Periods
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
Not Relevant Q
During the last three months what symptoms / 
problems have you experienced? (Please circle the 
number that best describes your situation)
2.9. Premenstrual Symptoms
Frequently Occasionally Seldom Never 
1 2 3 4  5 6 7 8 9  10
Not Relevant O
2.1. Painful Periods
Frequently Occasionally Seldom Never 
1 2 3 4  5 6 7 8 9  10
Not Relevant Q
2.10. Fatigue
Frequently Occasionally Seldom Never 
1 2 3 4  5 6 7 8 9  10
Not Relevant
2.2. Painful Ovulation
Frequently Occasionally Seldom Never 
1 2 3 4  5 6 7 8 9  10
Not Relevant Q
2.11. Headaches
Frequently Occasionally Seldom Never 
1 2 3 4  5 6 7 8 9  10
Not Relevant Q
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2.12. High Stress
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
Not Relevant Q
2.13. Urinary Problems eg pain, urgency, 
frequency
Frequently Occasionally Seldom Never
1 2 3 4 5 6 
Not Relevant Q
7 8 9 10
2.14. Feeling the Blues
Frequently Occasionally Seldom Never
1 2 3 4 5 6 
Not Relevant Q
7 8 9 10
2.15. Feeling Depressed
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
Not Relevant Q
Section 3. -  Obstetric History 
Pregnancy
3.1 How many times have you been pregnant? 
(Include stillbirths, miscarriages or terminations.)
Circle one
Nil 1 2 3 4 5 6  7 8 9  10
a
4.2 Do you have a family history of 
endometriosis?
No □  Yes □  Don’t know
*
If yes, please tick the relevant family member(s) 
Sister Mother Aunty U
Cousin l« J  Grandmother 





4.3 Have you ever been investigated for 
complaints, which involved pain or 
difficulty in conceiving (infertility)?
Yes No
If so, last year of investigation?.
Current Findings:
3.2 How many children have you had ?
Circle one
Nil 1 2 3 4 5 6 7 8 9 10
Year of last pregnancy.
Section 4.- Gynaecological History
4.1 Have you ever been investigated for any
gynaecological complaints leading to a diagnosis 
of endometriosis or other forms of infertility?
Yes
If so, what was the last year of investigation?.
If so, current findings if known?
If you do not have endometriosis you have now 
completed this section of the questionnaire. Thank 
you!
If you do have endometriosis, please proceed to the 
next section.
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Section 5.- Endometriosis symptoms, 
treatment and services.
5.1 What age were you when first diagnosed 
with endometriosis?
□
(1)<20 (2)21-24 (3)25-29 (4)30-34 (5)35-39 
(6)40-44 (7)45-49 (8)50-54 (9)55-59 (10)60>years
5.2 What was the length of time between 
symptoms and diagnosis? tick one
Less than one month 
1-3 months 




>24 months please specify______________
5.3 Please tick any surgical procedures 








5.4 When you were first diagnosed with 
endometriosis, where did the doctor tell 
you the endometriosis sites were located?
Ovaries
Fallopian tubes 





Other locations please specify___________________
5.5 What medical treatment was offered for 
your diagnosis?









Other please specify_______ __________________________
5.6 Using the scale below, indicate the extent 
to which your surgery relieved the 
symptoms of endometriosis.
Not at all Partially Completely
1 2 3 4  5 6 7 8 9  10
No surgery
5.7 When you were diagnosed with
endometriosis did you receive adequate 
information on the condition, long term 
problems and social supports available?
Description of illness Yes Cââl No □
Long term effects of illness Yes m No □
Alternative treatments 
and side effects
Yes Q l No □
Diagnostic tests Yes [ !J j No □
Psychological information. Yes No □
The emotional aspects of 
endometriosis
Yes CiiJi No □
Ways of coping with the 
illness
Yes □ No □
Supportive services within 
the community
Yes (■■) No □





5.8 Which aspects of your life are impacted by 
endometriosis? Tick as  m any aspects of 









5.9 Using the scale below, indicate the extent 
to which you feel you have adjusted to 
living with endometriosis
1 2 3 4  5 6 7 8 9  10
Not Fully
Adjusted Adjusted
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Appendix 2.1
Scoring Manual-Short Form Health Survey (SF 36)
Extract from
‘SF-36 Health Survey Scoring Manual for English- 
Language Adaptations: Australia/ New Zealand, Canada, 
United Kingdom’
Medical Outcomes Trust 
20 Park Plaza Suite 1014 
Boston MA 02116-4341 
September 1994
This manual provides scoring instructions for four English-language versions o f the SF-36 
Health Survey, for use in Australia/New Zealand, Canada, the United Kingdom, and the 
United States. The SF-36 was developed during the Medical Outcomes Study (M OS) to 
measure generic health concepts relevant across age, disease, and treatment groups. It 
provides a comprehensive, psychometrically sound, and efficient way to measure health 
from the patient's point o f view by scoring standardized responses to standardized 
questions. The SF-36 is designed for self-administration, telephone administration, or 
administration during a face-to-face interview with respondents aged 14 and older.
The SF-36 was constructed to represent eight o f the most important health concepts 
included in the MOS and other widely used health surveys. As summarized in Table I, the 
SF-36 yields a profile o f eight multi-item scales, containing two to ten items each, and a 
single-item measure of reported health transition that is not used to score any o f the eight 
multi-item scales. Physical and mental health summary measures are forthcoming (W are et 
al., in press). A list o f SF-36 references is provided on pages 29 to 33 o f this document
Originally developed for use in the United States, the SF-36 is now being translated and 
adapted for use internationally through the International Quality o f Life Assessment 
(IQOLA) Project (Aaronson et al, 1992; Ware et al, 1994). A comparison of the content o f 
the U.S. form with the English-language adaptations in Australia/New Zealand, Canada, 
and the United Kingdom is provided in Table
n.
The Australia/New Zealand adaptation o f the SF-36 was done by Rob SansonFisher, Ph.D., 
Janice Perkins, and colleagues at the University o f Newcastle. Adaptation followed the 
standard procedure developed by the IQOLA Project. Two native speakers of Australian- 
English generated independent adaptations o f the form and an agreed-upon version was 
completed. This version then was reviewed for clarity, common language use and 
conceptual equivalence by two other native speakers o f  Australian-English and 
modifications were made to the form based on this review. Two translators who were 
native speakers o f American-English then produced independent American-English 
versions o f the form, based on the agreed-upon Australia/New Zealand form; these 
American-English versions were reviewed by the U.S. IQOLA team for conceptual 
equivalence. Ordinal and interval properties o f the response choices were established by 
asking a convenience sample o f adults to position the set o f response choices for each SF- 
36 scale, using the Thurstone method o f equal-appearing intervals (Thurstone & Chave, 
1929).
The Canadian version o f the SF-36 was adapted from the U.S. form by Sharon Wood- 
Dauphinee, Ph.D. and colleagues at McGill University. Adaptation took place in two 
stages. A consensus panel o f respondents o f varying ages and educational levels completed 
the U.S. form and then examined each item  After extensive discussion it was agreed that 
the only alteration that was necessary was to change item 3g to "walking more than a 
kilometre." The form then was given to 50 Canadian hospital inpatients and outpatients, 
who were questioned as to whether they found any questions confusing, difficult to 
answer, or upsetting, using a modification o f the EORTC debriefing questionnaire 
(Aaronson et al., 1993). Respondents reported virtually no problems with the 
questionnaire. As
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with the Australia/New Zealand version, the Canadian version was given to a 
convenience sample of adults to establish the ordinal and interval properties o f the 
response choices, using the Thurstone method of equal-appearing intervals.
The United Kingdom version of the SF-36 is based on the work of a number o f teams 
(Brazier et al., 1992, 1993; Garratt et al., 1993; Jenkinson et al., 1993, 1994). In their 
work, they detenrrined the extent and nature of revisions necessary to adapt the SF-36 
form for use in the United Kingdom, which have been agreed to by the U.K. network of 
SF-36 users, based at the King's Fund in London. John Brazier, M Sc. of Sheffield 
University represents the U .K  network in the IQO LA Project. As with the 
Australia/New Zealand version, the U.K. version was given to a convenience sample of 
adults to establish the ordinal and interval properties of the response choices, using the 
Thurstone method of equal-appearing intervals. Because the first adaptations in the 
United Kingdom were initiated soon after introduction of the Developmental version of 
the SF-36, many study results are based on this version. These studies have yielded a rich 
database, including population norms and profiles for specific conditions. Therefore, in 
addition to the standard scoring, scoring rules for the Developmental version o f the SF-36 
are detailed on pages 26 through 28 of this document.
The standardized scoring system described in this manual yields a profile o f eight scale 
scores. Standardization of content and scoring are essential to the interpretation of the SF- 
36 and make meaningful comparisons of results across studies possible. The scoring rules 
provided in this document are appropriate for all English-language Standard SF-36 items 
and response choices as shown in the sample SF-36 forms reproduced in Appendixes A­
D. Scoring rules for the Developmental Version o f the SF-36 are detailed on pages 26 
through 28 o f this document
This manual reproduces the chapter on scoring from the SF-36 Health Survey Manual 
and Interpretation Guide in its entirety (Ware et al., 1993). Persons wishing to order the 
complete Guide can do so by contacting: ’





Australia, New Zealand, 




27 rue de la Villette






U.K. Clearing House on Health Outcomes 
Nuffield Institute for Health 
71-75 Clarendon Road 
Leeds L52 9PL, UK
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TABLE I HEALTH CONCEPTS, NUMBER OF ITEMS AND LEVELS, AND SUMMARY
OF CONTENT FOR EIGHT SF-36 SCALES AND THE HEALTH TRANSITION 
ITEM
Concepts
No. of No. of
Items Levels Summary of Content
Physical Functioning (PF)
10 21 Extent to which health limits physical 
activities such as self-care, walking, 
climbing stairs, bending, lifting, and 
moderate and vigorous exercises
Role Functioning-Physic- 
(RP)
4 5 Extent to which physical health
interferes with work or other daily 
activities, including accomplishing less 
than wanted, limitations in the kind of 
activities, or difficulty in performing
activities
Bodily Pain (BP) 2 11 Intensity of pain and effect of pain on 
normal work, both inside and outside 
the home
General Health (GH) 5 21 Personal evaluation of health, 
including current health, health 
outlook, and resistance to illness
Vitality ~T) 4 21 Feeling energetic and fuU of pep 
versus feeling tired and worn out
Social Functioning (SF) 2 9 Extent to which physical health or 




3 4 Extent to which emotional problems
interfere with work or other daily activities, 
including decreased time spent on activities, 
accomplishing less, and not working as 
carefully as usual
Mental Health (MH) 5 26 General mental health, including 
depression, anxiety, behavioral 
emotional control, general positive
affect
Reported Health Transition 
(HT)
1 5 Evaluation of current health compared 
to one year ago
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TABLE II COMPARISON OF CONTENT IN FOUR STANDARD SF-36 ENGLISH-LANGUAGE FORMS
Item Number and Concept United States Australia/ 
New Zealand
Canada United Kingdom
Overall Instructions This survey asks for your This questionnaire asks for Same Same
views about your health. your views about your
This information will help health, how you feel and
keep track of how you feel how well you are able to do
and how well you are able 
to do your usual activities.
your usual activities.
Answer every question by Answer every question by
marking the answer as marking the answer as
indicated. If you are unsure indicated. If you are unsure
about how to answers about how to answers
question, please give the question, please give the
best answer you can. best answer you can.
Question 1 In general, would you say Same Same Same
GH your health is:






Question 2 Compared to one year ago, Same Same Same
RT how would you rate your 
health in general now?
Q2 Responses Much better now than one 
year ago




About the same 55 one
year
ago
Somewhat worse now than 
one
year ago
Much worse now than one 
year ago
Question 3 The following items are The following items are Same The following items
PF about activities you might about activities you might are about activities
do during a typical day.
do during a typical day. 
Does your health now limit
you might do during 
a typical day. Does
Does your health now limit you in these activities? If so, your health now limit
you in these activities? If how much? you in these
so, how much? activities? If so, how 
much?
3a Vigorous activities, such as Same Same Same
PF running, lifting heavy 
objects,
participating in strenuous 
Sports
3b Moderate activities, such Same Same Same
PF as moving a table, pushing 
a vacuum cleaner, bowling, 
or playing golf
3c Lifting or carrying Same Same Same
PF groceries
3d Climbing several flights of Same Same Same
PF stairs
Low and Edelmann (1991,p.5) suggest that age may have influenced the 
observed incidence of endometriosis. That is 'in general age specific 
incidence rates increase in successive age groups from 15-44 years and 
then decline for women 45-90 years which may reflect the onset of 
menopause'. In younger women this may also reflect the lack of 
adequate investigations and a definitive diagnosis.
In contrast, Hull and Stelling (1996,p.Ill) estimate that ’ 3-7% of 
women between the ages of 15-45 years have this condition. However, 
this estimate is based only on the case studies of women who have had 
gynaecologic surgical investigations. Hull and Stelling discuss the 
factors of collecting data is subject to the variability in the nature of the 
surgical procedure, the number of cases reported and the nature of the 
surgical population' all of which may influence the observed incidence 
of endometriosis.
These two studies reveal a great disparity as to how many women suffer 
from this chronic condition. Therefore it can be argued that this may be 
due to variability with respect to data collection and interpretation of 
results which therefore alter the reported prevalence of this condition 
(Hull and Stelling, 1996).
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Item Number and Concept United States Australia/ Canada United Kingdom
New Zealand
Question 6 During the past 4 weeks, to During the past 4 weeks, to Same During the past 4
SF what extent has your what extent has your weeks, to what extent
physical health or physical health or emotional has your physical
emotional problems problems interfered with health or emotional
interfered with your your normal social activities problems interfered
normal social activities with family, friends, with your normal
with family, friends, neighbours, or groups? social activities with
neighbors, or groups? family, friends, 
neighbours, or 
groups?
Q6 Responses Not at all 
Slightly 
Moderately 
Quite a bit 
Extremely
Same Same Same
Question 7 How much bodily pain Same Same Same
BP have during the past 4 
weeks?
Q7 Responses None No bodily pain Same Same




Very Severe Very Severe
Question 8 During the past 4 weeks, Same Same Same
BP how much did pain 
interfere with your normal 
work (including 
both work outside the 
home and housework)?
Q8 Responses Not at all 
A little bit 
Moderately 
Quite a bit 
Extremely
Same Same Same
Q9 These questions are about Same Same Same
VT, MH how you feel and how 
things have been with you 
during the past 4 weeks. 
For each question, please 
give the one answer that 
comes closest to the way 
you have been feeling. 
How much of the time 
during the past 4 
weeks...
9a Did you feel full of pep? Did you feel full of life? Same Did you feel frill of
VT life?
9b Have you been a very Same Same
MH nervous person? Same
9c
MH
Have you felt so down in 
the dumps that nothing 
could cheer you up?
Same Same
Same
9d Have you felt calm and Same Same
MH peaceful? Same




Have you felt downhearted 
and blue?
Have you felt down? Same
Have you felt 
downhearted and low
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Item Number and Concept United States Australia/ 
New Zealand
Canada United Kingdom
9g Did you feel worn out? Same Same Same
VT
9h Have you been a happy Same Same Same
MH person?
91 Did you feel tired Same Same Same
VT
Q9 Responses All of the Time 
Most of the Time 
A Good Bit of the Time 
Some of the Time 
A Little of the Time 
None of the Time
Same Same Same
Question 10 During the past 4 weeks, Same Same Same
SF how much of the time has 
your physical health or 
emotional problems 
interfered with your social 
activities (like visiting with 
friends, relatives etc)?
Q10 Responses All of the time 
Most of the time 
Some of the time 
A little of the time 
None of the time
Same Same Same
Question 11 How TRUE or FALSE is Same Same Same
GH each of the following 
statements for you? I seem to get ill more
11a I seem to get sick a little Same Same easily than other
GH easier than other people people
lid I am as healthy as anybody Same Same Same
GH I know
11c I expect my health to get Same Same Same
GH worse
lid My health is excellent Same Same Same
GH
Q ll Definitely true Same Same Same




Other researchers have proposed an immunological theory. This theory 
suggests that 'the body's immune mechanism is altered in important 
ways in women with endometriosis, allowing implantation of tissue in 
parts of the body other than where they are normally found to take place 
in those women predisposed to the condition’ (Breitkopf and Bakoulis 
1988,p.60). This theory has gained some support from recent genetic 
research which has shown that women who have close relatives with 
endometriosis (for example their mother, grandmother, sister or 
daughter), have a incidence rate of 1% (Malinak, et al 1980; Breitkopf 
and Bakoulis 1988; Buckman 1994).
Other theories include prostaglandin’s theory, the formation theories and 
the coelomic cell metaplasia theory (van der Linden 1996;Bemhard 
1982).
The prostaglandin’s theory is thought to be some ' immuno-chemical 
substance that prevents the spread of endometriosis to certain areas, even 
though it is in the bloodstream' (Bernhard 1982,p.301). It is suggested 
that prostaglandin’s are produce by the ectopic endometrium and that 
this is meant to explain the infertility in women when there isn’t 
significant disease (van der Linden 1996;Bemhard 1982).
The formation theories 'refer to the spontaneous development of 
endometrial tissue at a site other than the intrauterine cavity' (Bernhard
8
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6. SCORING THE SF-36
This chapter provides scoring instructions for the eight multi-item scales and for the reported health 
transition item included in the SF-36 Health Survey. General scoring information and steps for data 
entry and scoring that are common to all items are discussed first (see Figure 6.1). Next, formulas for 
item aggregation and transformation o f scale scores are presented. Finally, formal checks for errors in 
scoring are explained.
Importance of Standardization
As with all standardized tests, standardization of content and scoring is what makes interpretation of the 
SF-36 scales possible. The content o f the SF-36 form and the scoring algorithms were selected and 
standardized following careful study of many options. The algorithms described in this chapter were 
chosen to be as simple as possible while still satisfying the assumptions of the methods used to construct 
SF-36 scales.
Changes in the content o f the survey or in scoring algorithms may compromise the reliability and validity 
of scores. Changes are also likely to bias scores sufficiently to invalidate normative comparisons and to 
prevent comparisons o f results across studies.
There are at least two good reasons to adhere to the standards o f content and scoring described in this 
manual. First, they are most likely to produce scores with the same reliability and validity as those 
reported here and in other publications. Second, comparisons o f results across studies are made possible 
to the benefit of all who use these content and scoring standards.
Prior to using the SF-36 scoring rules, it is essential to verify that the questionnaires being scored, 
including the questions asked (item stems), response choices, and numbers assigned to response choices 
at the time o f data entry, have been reproduced exactly. The scoring rules described in this chapter are 
appropriate for the standard SF-36 survey questions, response choices, and numbers assigned to 
response choices as reproduced in Appendixes A-D. The chapter ends with algorithms that help to 
equate scores for the Developmental version and the Standard version of the SF-36.
Note. Adapted from "SF-36 Health Survey Manual & Inteipretation Guide" (pp.6:1-6:22) by J.E.
Ware, K.K. Snow, M. Kosinski, and B. Gandek, 1993, Boston, MA: The Health Institute, 
New England Medical Center. Copyright © 1993 by John F. Ware, Jr., Fh.D. Reprinted by 
permission.






Recode out-of-range item values as missing
n
Reverse score and/or recalibrate scores fo r  10 items
Jn
Recode missing item responses with mean substitution (where warranted)
Jn
Compute raw scale scores
Jn
Transform raw scale scores to 0-100 scale
J
Perform scoring checks
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General Scoring Information
SF-36 items and scales are scored so that a higher score indicates a better health state. For example, 
functioning scales are scored so that a high score indicates better functioning and the pain scale is scored 
so that a  high score indicates freedom from pain. After data entry, items and scales are scored in three 
steps:
(1) item recoding, for the 10 items that require recoding;
(2 Computing scale scores by summing across items in the same scale (raw scale scores); and
(3) transforming raw scale scores to a 0 -100  scale (transformed scale scores).
W e recommend that both item recoding and scale scoring be performed by computer, using the scoring 
algorithms documented here or computer software available elsewhere (Medical Outcomes Trust, 1994).
Data Entry
The SF-36 item responses should be key punched as coded in the questionnaire. It is important to note 
that, although the numbers printed along with the response choices should be key punched, they may not 
be the numbers ultimately assigned to those responses when SF-36 scales are scored
In most cases, this means that the precoded number that is circled or marked by the respondent should 
be entered. However, sometimes it is not clear what number should be entered. Suggested rules for 
handling some of the more common coding problems are:
•  I f  a respondent marks two responses which are adjacent to each other, randomly pick one and enter 
that number.
•  If  a respondent marks two responses for an item and they are not adjacent to each other, code that 
item "missing."
•  If  a respondent marks three or more responses for an item, code that item "missing."
•  If  a respondent answers the "yes/no" items by writing in yes or no," code the answer as though 'yes 
or no had been m arked
Response Technologies Inc. and other companies have developed scanning forms for use with the SF- 
36, in both standard and acute formats. Sample forms appear in Appendix B in the SF-36 Health Survey 
Manual and interpretation Guide. Optical scanning generally reduces the time required to process 
questionnaires, but may involve greater initial investment in form design. Some scanning forms may 
require special processing equipment; however, this method may be cost-
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effective, especially if  the SF-36 is being administered frequently or to a large sample (see Chapter 12 in 
the Manual).
Tables 6.1 through 6.9 present scoring information for the items used in each of the eight SF-36 health 
scales and the reported health transition item. Each table presents the verbatim content o f each question 
and response choices (in the U.S. version of the form), and both the precoded values printed in the 
questionnaire and final values for scoring each item. Item numbers in Tables 6.1 through 6.9 correspond 
to those on the Standard SF-36 form (reproduced in Appendixes A-D).
Item Recoding
The next stage after data entry is the recoding of response choices as shown in Tables 6.1 through 6.9. 
Item recoding is the process of deriving the item values that will be used to calculate the scale scores. 
Several steps are included in this process: (1) change out-of-range values to missing, (2) recode values 
for 10 items, and (3) substitute person-specific estimates for missing items.
Out-of-Range Values
All 36 items should be checked for out-of-range values prior to assigning the final item values. Out-of­
range values are those that are lower than an item's precoded minimum value or higher than an item's 
precoded maximum value (see Table 6.1 through 6.9). Out-of-range values are usually caused by data- 
entry errors and, if  possible, should be changed to the correct response through verification with the 
original questionnaire. If  the questionnaire is not available, all out-of-range values should be recoded as 
missing data.
Recode Values for 10 Items
Seven items are reverse scored. Reverse scoring o f items is done to ensure that a higher item value 
indicates better health on all SF-36 items and scales. SF-36 items that need to be reverse scored are 
worded so that a higher precoded item value indicates a poorer health state.
Item Recalibration
For 34 o f the SF-36 items, research to data offers good support for th~ assumption of a linear 
relationship between item scores and the underlying health concept defined by their scales. However, 
empirical work has shown that two items require recalibration to satisfy this important scaling 
assumption. These items are in two different SF-36 scales: the General Health (GF1) scale and the Bodily 
Pain (BP) scale.
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TABLE 6.1 PHYSICAL FUNCTIONING: VERBATIM ITEMS AND SCORING 
INFORMATION
Verbatim Items
3a. Vigorous activities, such as running, lifting heavy objects, participating in 
strenuous sports
3b. M oderate activities, such as moving a table, pushing a vacuum cleaner, 
bowling, or playing golf
3c. Lifting or carrying groceries
3d. Climbing several flights of stairs
3e. Climbing one flight of stairs
3f. Bending, kneeling, or stooping
3g. Walking more than a mile
3h. Walking several blocks
3i. Walking one block
3j. Bathing or dressing yourself
Precoded and Final Values for Items 3a - 3j
Response Choices Precoded Item Value
Yes, limited a lot 1
Yes, limited a little 2
No, not limited at all 3




Compute the simple algebraic sum of the final item values as shown in Table 6.11. 
See text for handling of missing item responses. This scale is scored so that a high 
score indicates better physical functioning.
Note. Precoded values are as shown on the appended form. This scale docs not
require recoding o f  items prior to computation o f  the scale score.
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TABLE 6.2 ROLE-PHYSICAL: VERBATIM ITEMS AND SCORING 
INFORMATION
Verbatim Items
4a. Cut down on the amount of time you spent on work or other activities
4b. Accomplished less than you would like
4c. Were limited in the kind of work or other activities
4d. Had difficulty performing the work or other activities (for example, it took 
extra effort)
Precoded and Final Values for Items 4a - 4d




Compute the simple algebraic sum of the final item values as shown in Table 6.11. 
See text for handling of missing item responses. This scale is scored so that a high 
score indicates better Role-Physical functioning.
Note. Precoded values are as shown on the appended form. This scale does not 
require recoding of items prior to computation of the scale score.
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TABLE 6.3 BODILY PAIN: VERBATIM ITEMS AND SCORING 
INFORMATION
Verbatim Items
7. How much bodily pain have you had during the past 4 weeks?
8. During the past 4 weeks, how much did pain interfere with your normal work 
(including both work outside the home and housework)?
Precoded and Final Values for Item 7
.............. ...........................
Response Choices Precoded Item Value Final Item Value
None 1 6.0




Very severe 6 1.0
Scoring for Item 8 - -  If both Items 7 and 8 are answered
Response
Choices









Not at all 1 1 6
Not at all 1 2 through 6 5
A little bit 2 1 through 6 4
Moderately 3 1 through 6 3
Quite a bit 4 1 through 6 2
Extremely 5 1 through 6 1
Scoring for Item 8 - - if Item 7 is not answered
Response Choices Precoded Item Value Final Item Value
Not at all 1 6.0
A little bit 2 4.75
Moderately 3 3.5
Quite a bit 4 2.25
Extremely 5 1.0
Scale Scoring
Compute the simple algebraic sum of the final item values as shown in Table 6.11. See 
text for handling of missing item responses. This scale is scored positively so that a 
high score indicates lack of bodily pain.
Note. Precoded values are as shown on the appended form. This scale requires 
recoding of both items prior to computation of the scale score.
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TABLE 6.4 GENERAL HEALTH: VERBATIM ITEMS AND SCORING 
INFORMATION
Verbatim Items
1. In general, would you say your health is:
11a. I seem to get sick a little easier than other people
lib . I am as health as anybody 1 know
lie . I expect my health to get worse
lid . My health is excellent
Precoded and Final Values for Items 1 & 11a • l id
Item 1 Response Choices Precoded Item Value Final Item Value
Excellent 1 5.0




Items 11a & 11c Rcstxmse Choices Precoded Item Value Final Item Value
Definitely true 1 1
Mostly true 2 2
Don’t know 3 3
Mostly false 4 4
Definitely false 5 5
Items lib  & lid  Response Choices Precoded Item Value Final Item Value
Definitely true 1 5
Mostly true 2 4
Don’t know 3 3
Mostly false 4 9
Definitely false 5 i
Scale Scoring
Compute the simple algebraic sum of the final item values as shown in Table 6.11. See 
text for handling of missing item responses. This scale is scored so that a high score 
indicates better general health perceptions.
Note. Precoded values are as shown on the appended form. This scale requires 
recoding of three items prior to computation of the scale score.
Scoring the SF-36 17
TABLE 6.5 VITALITY: VERBATIM ITEMS AND SCORING INFORMATION
Verbatim Items
9a. Did you feel full of pep?
9e. Did you have a lot of energy?
9g. Did you feel worn out?
9i. Did you feel tired?
Precoded and Final Values for Items 9a, 9e, 9g, & 9i
Items 9a & 9e Response Choices Precoded Item Value Final Item Value
All of the time 1 6
Most of the time 2 5
A good bit of the time 3 4
Some of the time 4 3
A little of the time 5 2
None of the time 6 1
Items 9g & 9i Response Choices Precoded Item Value Final Item Value
All of the time 1 1
Most of the time 2 2
A good bit of the time 3 3
Some of the time 4 4
A little of the time 5 5
None of the time 6 6
Scale Scoring
Compute the simple algebraic sum of the final item values as shown in Table 6.11. See 
text for handling of missing item responses. This scale is scored so that a high score 
indicates more vitality.
Note. Precoded values are as shown on the appended form. This scale requires
recoding of two items prior to computation of the scale score.
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TABLE 6.6 SOCIAL FUNCTIONING: VERBATIM ITEMS AND SCORING 
INFORMATION
V erbatim  Item s
6. During the past 4 w eeks, to what extent has your physical health or emotional 
problem s interfered with your normal social activities with family, friends, 
neighbors, or groups?
10. D uring the pas t 4 weeks, how much o f the tim e has your physical health  o r  
em otional problem s interfered with your social activities (like visiting with 
friends, relatives, etc.)?
Precoded and Final Values for Items 6 & 10
Item 6 Resoonse Choices Precoded Item Value Final Item Value
Not at all 1 5
Slightly o 4
Moderately 3 3
Quite a bit 4 2
Extremely 5 1
Item 10 Response Choices Precoded Item Value Final Item Value
All o f the time 1 1
Most o f  the time 2 2
Some o f the time 3 3
A little o f the time 4 4
None o f the time 5 5
Scale Scoring
Com pute the simple algebraic sum o f the final item values as shown in Table 6.11. See 
text for handling o f missing item responses. This scale is scored so that a high score 
indicates better social functioning.
Note. Precoded values are as shown on the appended form. This scale requires
recoding o f  one item prior to computation o f  the scale score.
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TABLE 6.7 ROLE-EMOTIONAL: VERBATIM ITEMS AND SCORING 
INFORMATION
Verbatim Items
5a. Cut down the amount of time you spent on work or other activities
5b. Accomplished less than you would like
5c. Didn’t do work or other activities as carefully as usuul
Precoded and Final Values for Items 5a - 5c




Compute the simple algebraic sum of the final item values as shown in Tabic 6.11. See 
text for handling of missing item responses. This scale is scored so that a high score 
indicates better Role-Emotional functioning.
Note. Precoded values are as shown on the appended form. This scale docs not 
require recoding of items prior to computation of the scale score.
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TABLE 6.8 MENTAL HEALTH: VERBATIM ITEMS AND SCORING 
INFORMATION
Verbatim Items
9b. Have you been a very nervous person?
9c. Have you felt so down in the dumps that nothing could cheer you up?
9d. Have you felt calm and peaceful?
9f. Have you felt downhearted and blue?
9h. Have you been a happy person?
Precoded and Final Values for Items 9b, 9c, 9d, 9f, & 9h
Items 9b, 9c, & 9f Response Choices Precoded Item Value Final Item Value
All of the time 1 1
Most of the time 2 2
A good bit of the time 3 3
Some of the time 4 4
A little of the time 5 5
None of the time 6 6
Items 9d & 9h Response Choices Precoded Item Value Final Item Value
All of the time 1 6
Most o f the time 2 5
A good bit of the time 3 4
Some of the time 4 3
A little of the time 5 2
None of the time 6 i
Scale Scoring
Compute the simple algebraic sum of the final item values as shown in Table 6.11. See 
text for handling of missing item responses. This scale is scored so that a high score
indicates better mental health.
Note. Precoded values are as shown on the appended form. This scale requires 
recoding of two items prior to computation of the scale score.
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TABLE 6.9 REPORTED HEALTH TRANSITION; VERBATIM ITEM AND 
SCORING INFORMATION
Verbatim Item
2. Compared to one year ago, how would you rate your health in general now?
Precoded and Final Values for Item 2
Response Choices________________
Much better now than one year ago 
Somewhat better now than one year ago 
About the same as one year ago 
Somewhat worse now than one year ago 
Much worse now than one year ago






Note. Precoded item values are as shown on the appended form. The average 
measured change in health for respondents selecting each response is 
presented in Chapter 9 in the Manual.
Appendix 2.2
Scoring Manual-Locus of Control o f Behaviour Scale.(LCB 14)
LCB 14 (Locus of Control of Behaviour IScoring Instructions
■ To score the 14 item LCB scale, items 1,5,7,8,13,15 and 16 should 
be reversed before adding the individual item scores to obtain a 
total score. On a total obtained in that way high scores indicate an 
external locus o f control and low scores indicate an internal locus 
o f control.
■ 14 item recoding as follows:
Number Reversed FI F2 F3
01 Y X
02 N - X -
03 N - X -
04 N - - X
05 Y X - -
06 N - - X
07 Y - - -
08 Y - - -
09 N - - -
10 N - X -
11 N - - X
13 Y X - -
15 Y - - -
16 Y X - -
■ Column 2 shouws whether the item should be reversed scored (
yes or (N) no. Column 3 indicates by an X the items in factor 1, 
column 4 indicates by an X the items in factor 2 and column 5 




Frequency Analysis of Symptoms Checklist.
■ Painful Intercourse






Frequently Occasionally Seldom Never
1 2  3 4 5 6 7 8 9 10
Table:3.1 Table:3.2
Female Nurses Without Endometriosis Female Nurses With Endometriosis
2.3 Total Total 2.3 Total Total
1 4 0.90% 1 1 3.70%
2 1 0.22% 2 3 11.11%
3 3 0.67% 3 0.00%
4 13 2.91% 4 2 7.41%
5 23 5.16% 5 2 7.41%
6 24 5.38% 6 2 7.41%
7 19 4.26% 7 2 7.41%
8 38 8.52% 8 2 7.41%
9 73 16.37% 9 1 3.70%
10 188 42.15% 10 10 37.04%
Grand Total 446 100.00% Grand Total 27 100.00%
Total Number of (n=8) 1.79% (n=0) 0.00 %
Blank Entries
Not Relevant (n=52) 11.66% (n=2) 7.41 %
Table 3.1 shows the results of female nursing staff without endometriosis in 
relation to painful intercourse. The highest frequency interval was never 
42.15 % and the lowest frequency interval was frequently 0.22 %.
Table 3.2 shows the results of female nursing staff with endometriosis in
relation to painful intercourse. The highest frequency interval was never 37.04
% .
Low er Back Pain
Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
Table:3.3 Table:3.4
Female Nurses Without Endometriosis Female Nurses With Endometriosis
2.5 Total Total 2.5 Total Total
1 30 6.73% 1 3 11.11%
2 38 8.52% 2 3 11.11%
3 51 11.43% 3 5 18.52%
4 48 10.76% 4 2 7.41%
5 79 17.71% 5 7 25.93%
6 46 10.31% 6 0.00%
7 26 5.83% 7 2 7.41%
8 39 8.74% 8 1 3.70%
9 46 10.31% 9 2 7.41%
10 30 6.73% 10 2 7.41%
Grand Total 446 100.00% Grand Total 27 100.00%
Total Number of(n=6) 1.35% (n=0) 0.00 %
Blank Entries
Not Relevant (n=7) 1.57% (n=0) 0.00 %
Table 3.3 shows the results of female nursing staff without endometriosis in 
relation to lower back pain. The highest frequency interval was occasionally 
17.71 % and the lowest frequency interval was frequently 6.73 %.
Table 3.4 shows the results of female nursing staff with endometriosis in relation
to lower back pain. The highest frequency interval was occasionally 25.93 %.
Irregular Periods
Frequently Occasionally Seldom Never
1 2 3  4 5 6  7 8  9 10
Table:3.5  Table:3.6












Grand Total 446 100.00%












Grand Total 27 100.00%
Total Number of(n=5) 
Blank Entries
1.12% (n=0) 0.00 %
Not Relevant (n=81) 18.16% (n=7) 25.93 %
Table 3.5 shows the results of female nursing staff without endometriosis in 
relation to irregular periods. The highest frequency interval was never 
34.75 % and the lowest frequency interval was occasionally 2.02 %.
Table 3.6 shows the results of female nursing staff with endometriosis in relation 
to irregular periods. The highest frequency interval was never 
14.81 %.
U rinary Problem s
Frequently Occasionally Seldom Never
1 2 3________________ 4 5 6_______________ 7_8___________________ 9 10
Tab le :3 .7  Table:3.8












Grand Total 446 100.00%












Grand Total 27 100.00%
Total Number of 
Blank Entries
(n=9) 2.02 % (n=0) 0.00 %
Not Relevant (n=8) 1.79% (n=0) 0.00 %
Table 3.7 shows the results of female nursing staff without endometriosis in 
relation to urinary problems. The highest frequency interval was never 
43.50 % and the lowest frequency interval was frequently 1.57 %.
Table 3.8 shows the results of female nursing staff with endometriosis in




Frequently Occasionally Seldom Never
1 2 3 4 5 6 7 8 9 10
Tab le:3 .9  Table: 3.1C
Female Nurses Without Endometriosis Female Nurses With Endometriosis
2.15 Total Total 2.15 Total Total
1 7 1.57% 1 1 3.70%
2 7 1.57% 2 1 3.70%
3 22 4.93% 3 3 11.11%
4 33 7.40% 4 6 22.22%
5 51 11.43% 5 5 18.52%
6 53 11.88% 6 1 3.70%
7 40 8.97% 7 2 7.41%
8 82 18.39% 8 2 7.41%
9 87 19.51% 9 2 7.41%
10 51 11.43% 10 4 14.81%
Grand Total 446 100.00% Grand Total 27 100.00%
Total Number of(n=8) 1.79% (n=0) 0.00%
Blank Entries
Not Relevant (n=5) 1.12% (n=0) 0.00%
Table 3.9 shows the results of female nursing staff without endometriosis in 
relation to feeling depressed. The highest frequency interval was never 
19.51 % and the lowest frequency interval was frequently 1.57 %.
Table 3.10 shows the results of female nursing staff with endometriosis in 
relation to feeling depressed. The highest frequency interval was occasionally 
22.22 %.
It is interesting to note that women with endometriosis in this sample 
experienced an higher percentage of occasionally feeling depressed when 
compared to women without endometriosis.
Appendix 3.1
Descriptive Analysis o f the Condition Specific Data on Living with
Endometriosis.
■ Figure 1-Women with endometriosis having a family history of 
endometriosis.
■ Figure 2-Women without endometriosis with a family history of 
endometriosis.
■ Figure 3-Length o f time between symptoms and diagnosis of 
endometriosis.
■ Figure 4-Age when first diagnosed with endometriosis
■ Figure 5-Surgical procedure carried out to confirm diagnosis of 
endometriosis.
■ Figure 6-Location sites of endometriosis.
■ Figure 7-Medical treatment offered to women with endometriosis.
■ Figure 8-Relief o f symptoms of endometriosis by surgery.
■ Figure 9-Feeling of adjustment to living with endometriosis.
■ Figure 10-Aspects o f life impacted by endometriosis.
Figure 1
WOMEN WITH ENDOMETRIOSIS 








6 MULTIPLE FAMILY MEMBERS
7 OTHER
Of the twenty seven women with endometriosis thirteen have a family history of 
endometriosis. Figure 1 shows the family history of these thirteen women of 
whom five have a mother 18.5 % and five with an Auntie 18.5 %.
Figure 2
WOMEN WTHOUT ENDOMETRIOSIS, WITH A 
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6 MULTIPLE FAMILY MEMBERS
7 OTHER
Figure 2 shows results of a family history of endometriosis in women without 
endometriosis. The highest frequency interval was sister 47 %.
Figure 3
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Figure 3 shows results of length of time between symptoms and 
diagnosis of endometriosis. The highest frequency interval was greater 
than 24 months 51.85 %.
Figure 4









p p Q) o>
fV <v ov CO oo V1 fp io *0 Ó <ooo
AGE
Figure 4 shows results of age when first diagnosed with endometriosis. The 
highest frequency interval was ages of 25-29 years 25.93 % and the lowest 
frequency interval was ages 21-24 years.
Figure 5
SURGICAL PROCEDURE CARRIED OUT 


















Trans vaginal scan and
history
Trans vaginal scan and 
history
Figure 5 shows results of surgical procedures carried out to confirm 
diagnosis of endometriosis. The highest frequency interval was laparoscopy 
48.15 %.
Figure 6


















uterus diagnosed by pathology after 
hysterectomy
Figure 6 shows results of sites of endometriosis. The highest frequency interval 
was ovaries 44.4 % followed by Pouch of Douglas 33.30 %.
Figure 7














1 Hormone therapy to induce amenorrhea
2 Oral contraceptive
3 Clomiphine











Figure 7 shows results of medical treatment offered for diagnosis of endometriosis. The 
highest frequency interval was hormone therapy 33.30 % and oral contraception 33.30 %.
Figure 8





Figure 8 shows results of the extent to which surgery relieved symptoms 
of endometriosis. The highest frequency interval was no surgery 37.04 % 
and followed by equal numbers from each end of the scale not at all 
11.11 % and completely 11.11 %.
Figure 9
Figure 9 shows results of adjustment to living with endometriosis. The 
highest frequency interval was fully adjusted 33.30 % followed by the 









7 Life in general
8 Nil
Figure 10 shows results of aspects of life impacted by endometriosis. The 
highest frequency interval was sexual 33.33 % and emotional 33.30 %.
